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INTRODUCTION TO THE PORTFOLIO
This portfolio constitutes work completed as part of the Doctorate of Psychology 
(Psych.D) in Clinical Psychology. It comprises three dossiers of academic, clinical 
and research work.
# The academic dossier includes five essays relating to four core placements and 
one specialist placement
The clinical dossier contains summaries of all six placements and five case 
reports. A separate confidential appendix to the clinical dossier can be found 
in a separate volume, which contains all five case reports in full and all 
placement documents including contracts, evaluation forms, log books and 
examples of correspondence.
• The research dossier comprises service-related research, a literature review, 
and a major research project.
The work was submitted with the aim of reflecting a variety of client groups, referral 
problems, approaches and contexts.
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INTRODUCTION TO THE ACADEMIC DOSSIER
This dossier represents academic experience whilst studying for the Doctorate of 
Psychology (PSCYH.D) in Clinical Psychology. The five essays included in the 
dossier critically examine a range of issues relating to psychological theory and 
practice. Stemming from the four core placements (Adult Mental Health; People with 
Learning Disabilities; Children, Adolescents and Families: Older Adults) and one 
specialist placement (Neuropsychology), they provided the opportunity to look at 
issues across a range of ages and in a variety of contexts.
12
Is cognitive behaviour therapy an efficacious treatment
for psychosis?
ADULT MENTAL HEALTH ESSAY
PSYCHD CLINICAL PSYCHOLOGY
Y EA R l
February 1998
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Introduction
In recent years there has been growing interest in the application of cognitive 
behavioural interventions originally developed for the treatment of depression (e.g. 
Beck, 1967; Ellis, 1962, cited in Chadwick, Birchwood & Trower, 1996) to the 
treatment of symptoms of psychosis (e.g. Chadwick et al., 1996; Bentall, Haddock & 
Slade, 1994). A number of reasons have been suggested for the increase of clinical 
and research interest in this previously disregarded area. These include changing ideas 
about the nature of psychosis and psychotic symptoms (e.g. Bentall, 1996), the 
apparent success of the use of CBT in other new areas, and research which suggests a 
continuum of experience between "normal" members of the population and people 
with hallucinations and delusions (e.g. Strauss, 1969, cited in Chadwick & Lowe, 
1994).
Within cognitive behavioural interventions for the treatment of psychosis a number of 
approaches can be identified (Bentall, 1996; Bouchard, Vallieres, Roy & Maziade, 
1996). One approach has focused on enhancing people's skills in coping with 
positive symptoms (e.g. Tarrier, Harwood, Yusupoff, Beckett & Baker, 1990, cited in 
Bentall, 1996; Yusupoff & Tarrier, 1996). Other interventions have focused directly 
on specific psychotic symptoms, aiming to restructure core dysfunctional beliefs which 
the client holds (e.g. Chadwick & Lowe, 1990,1994). Similar interventions have also 
been used as part of a normalising strategy designed to make patients more accepting 
of their otherwise disturbing experiences (Kingdon & Turkington, 1991, cited in 
Bentall, 1996; Turkington & Kingdon, 1996). Finally the field of cognitive 
rehabilitation has focused on strategies to rehabilitate information processing deficits 
found in people with psychosis (e.g. Spaulding et al., 1994, cited in Bouchard et al., 
1996).
This essay will examine the evidence for the efficacy of cognitive behavioural therapy 
as a treatment for psychosis. Different researchers and clinicians have used different 
cognitive behavioural treatments, sometimes with a considerable degree of overlap in 
techniques used, however in the outcome studies reviewed here "restructuring"
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approaches will be the focus of this essay, and therefore the literature on cognitive 
rehabilitation will not be discussed.
Evidence for the effectiveness of cognitive behavioural therapy for psychotic 
symptoms
The empirical evidence for the effectiveness of cognitive behaviour therapy in the 
treatment of psychotic symptoms consists of a body of intra subject and group design 
outcome studies. This research has concentrated on the treatment of delusions and 
auditory hallucinations. Important criteria for assessing the value of these studies 
include issues around the methodological reliability of the design, the assessment of 
psychotic symptoms and outcome measures and the generalisability of results 
(Bouchard et al., 1996).
Studies examining the effectiveness of CBT with auditory hallucinations
A number of empirical studies have concentrated on the effectiveness of cognitive 
behaviour therapy in treating auditory hallucinations.
Bentall, Haddock and Slade (1994) treated six chronically ill patients whose persistent 
auditory hallucinations had not responded significantly to medication. In line with the 
model used, hypothesising that “hallucinatory experiences occur when there is a 
failure to attribute internal mental events to the self’, therapy encouraged participants 
to focus on the characteristics and meaning of their hallucinations, with the aim that 
the frequency of voices and/or the associated distress would be reduced by 
reattribution of the voices to themselves (Bentall et al., 1994, p.51). There was 
evidence of a reduction in the duration of the voices and the distress associated with 
them for three of the particpants. However “only one patient showed a change in 
duration and distress that appeared to be clearly associated with a change in 
attributions” (p.62). In addition, the other three patients did not show consistent 
benefits as a result of the intervention. Bentall et al. suggest that the findings support a 
" cautious optimism" about the value of cognitive behaviour therapy in the treatment 
of hallucinations (p.64). The findings need to be viewed with caution as they do not 
represent single case design data, as no stable baseline measures were taken, nor was
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there a follow up to examine whether changes were maintained (Bouchard et al., 1996; 
Bentall et al., 1994).
Chadwick and Birchwood (1994) reported an intervention to treat four patients’ drug 
resistant auditory hallucinations through systematically disputing and testing patients' 
key beliefs about their voices’ omnipotence, identity and purpose. This approach was 
influenced by findings from a larger study reported in the same paper suggesting that 
much of patients' distress and voice related behaviour was shaped by their beliefs 
about voices power, identity and purpose rather than the content of what the voices 
actually said. The intervention included a baseline period and a twelve month follow 
up. In three cases, clinically significant, stable reductions in the strength of the beliefs 
were reported, and corroborated by these patients' psychiatrists, although it is unclear 
whether they were blind to the intervention. All four patients reported a reduction in 
the frequency and duration of voice activity, this was documented in two cases. 
However treatment occurred over an extremely long period of time. Although a more 
reliable design than the Bentall et al. study, again, this study provides at best 
“provisional support” for the CBT approach to auditory hallucinations, rather than 
clear empirical evidence (Chadwick & Birchwood, 1994, p i99).
In the Bentall et al. (1994) study all of the patients were on stable medication, in the 
Chadwick and Birchwood (1994) study one patient was not on medication. Morrison 
(1994, cited in Bouchard et al., 1996) reports on cognitive behaviour therapy for 
auditory hallucinations with a single patient without concurrent medication which 
produced rapid changes on the measures used. However the baseline was too short (1 
week) for these findings to be considered reliable (Bouchard et al., 1996).
Overall then there is some evidence suggesting that CBT approaches can be effective 
with auditory hallucinations with some individuals, however methodological 
shortcomings, particularly lack of baseline and follow up data in two of these studies, 
mean that the results have to be interpreted with great caution.
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Studies examining the effectiveness of CBT with delusional beliefs
A number of early studies have examined the effectiveness of cognitive strategies in 
modifying delusional beliefs. Watts, Powell and Austin (1973, cited in Bouchard et. 
al., 1996) used a belief modification procedure designed to avoid direct confrontation 
and reported significant changes in the delusional beliefs of three chronic paranoid 
schizophrenics. However their design did not include any baseline data (Bouchard et 
al., 1996.)
Milton, Patwa and Hafner (1978) reported an influential study in which they examined 
the effects of confrontation versus belief modification in 16 patients with persistent 
delusions. While both treatments produced a slight fall in the strength of the delusions 
after five sessions, there was a significant fall six weeks later in the belief modification 
group. Although the confrontational approach appears to have produced a small 
overall decrease in the strength of patients’ delusions, Milton et al. report that it 
actually appeared to increase the intensity with which delusions were held in 4 of the 5 
patients after 5 sessions, providing some support for the idea of "psychological 
reactance" (Brehm, 1962, cited Milton et al., 1978). However this study has a number 
of methodological flaws, including the absence of a control group or independent 
rating of the treatment sessions and the limited follow up period.
Stronger evidence for the efficacy of cognitive behaviour therapy with delusions is 
provided by the group of studies (Chadwick & Lowe, 1990; Lowe & Chadwick, 1990) 
reported by Chadwick and Lowe (1994). Findings from work with a total of twelve 
people with delusions are reported: ten participants from two studies that used 
between subjects multiple baseline designs and two single case studies using an across 
delusions multiple baseline design where participants both held three different 
delusions. Cognitive therapy included a combination of verbal challenge and planned 
reality testing. Interestingly they used both of these strategies in the two separate 
interventions, but manipulated the order in which they were introduced in an attempt 
to examine the effectiveness of each method. Outcome measures looked at delusional 
conviction, preoccupation and anxiety.
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Chadwick and Lowe (1994) report that as a result of the interventions, ten of the 
twelve participants reported reductions in their levels of belief conviction, with five 
participants completely rejecting their delusions by the end of the intervention. These 
changes in conviction were corroborated through assessments by independent 
clinicians, with further corroboration from a second source in five cases. In contrast, 
levels of conviction had previously remained stable during baseline periods of 4-10 
weeks for ten of the participants. However two participants’ levels of belief 
conviction remained unchanged from their baseline levels during the intervention.
The findings suggest that reality testing might be more effective in challenging 
delusions, following a period of verbal challenge (Chadwick & Lowe, 1994). Results 
on preoccupation and anxiety suggested a complex picture, but for the ten participants 
reductions in belief conviction were associated with reductions in BDI scores. These 
results were maintained over the follow up period except in one case where the 
substitution of a new delusion occurred.
As Chadwick and Lowe point out, one serious methodological problem facing this 
kind of research is “that beliefs are ‘private events’” and the changes in conviction 
reported may have been in response to the demands of the social situation, with beliefs 
remaining privately unchanged (1994, p.365). However they argue that as the 
participants also reported changes in belief conviction to other people unconnected 
with the study, it appears less likely that this occurred. The need for behavioural 
measures of change as well as self report is a very important issue for research into the 
effectiveness of these kind of interventions, although clearly this represents a 
considerable challenge (Chadwick & Lowe, 1994). Chadwick and Lowe also 
emphasise the difficulties in generalising the results of their research, however these 
studies may be cautiously interpreted to suggest that some individuals may find these 
methods beneficial to some extent.
Many of the earlier studies, although influential, are not very methodologically strong. 
Studies which have looked at secondary measures are useful, but do not suggest that 
secondary gains necessarily follow from a reduction in belief conviction.
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Auditory hallucinations and delusions
A number of studies have looked at cognitive behavioural interventions with 
participants with both auditory hallucinations and delusions.
Garety, Kuipers, Fowler, Chamberlain and Dunn (1994) report a controlled trial of 
cognitive behavioural therapy for drug resistant psychosis with patients with a 
diagnosis of schizophrenia or schizo-affective disorder and unremitting positive 
symptoms. Participants were assessed on a battery of measures and an individually 
tailored intervention designed for each, including aspects of the following procedures: 
cognitive behavioural coping strategies, re-labelling and psycho-education, goal 
setting and work to overcome helplessness, modification of abnormal beliefs and 
modification of dysfimctional assumptions (Garety et al., 1994). Moderate levels of 
symptomology were indicated by pre-treatment scores on the Brief Psychiatric Rating 
Scale. All participants were prescribed neuroleptic medication during the trial. The 
treatment group improved significantly on a number of symptom measures, including 
delusional conviction. Brief Psychiatric Rating Scale scores and BDI scores in 
comparison with controls in a waiting list condition. However this was not a 
randomised trial and there was no follow up. There was also considerable drop out of 
participants. In addition the pattern of results was quite complex, with other ratings on 
delusional distress and preoccupation not showing significant differences. There were 
no changes on more general measures of social functioning or self-esteem in 
comparison to the waiting list group. This study also demonstrates another important 
issue in research in this area - the fact that such a range of intervention techniques 
were included in the intervention makes it difficult to identify which components of 
the intervention were effective.
Drury, Birchwood, Cochrane and Macmillan (1996a) report a trial of cognitive therapy 
with participants with acute psychosis “with the objective of hastening the resolution 
of their positive symptoms and reducing residual symptoms” (p.593). Assessment of 
positive symptoms began at admission to hospital and continued up to a maximum 
period of six months, with a follow up assessment at nine months. Patients were 
randomly assigned to cognitive therapy or a recreation and support condition using a
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stratified sampling technique using variables such as age, age at onset and number of 
previous episodes, thought to be related to duration of recovery from acute psychosis. 
Symptoms assessed each week using the Psychiatic Assessment Scale PAS 
(Krawiecka, Goldberg & Vaughn, 1977) and a self-report measure of delusional 
conviction (Brett-Jones, Garety & Hemsley, 1987). Therapy included individual 
cognitive therapy, group cognitive therapy, work with the patient’s family and a 
structured activity programme. Of the 62 patients included in the study, 22 were later 
excluded (e.g. due to lack of compliance with medication, not disclosing any psychotic 
symptoms or not engaging in therapy), although there was no differential attrition 
between the two conditions, these patients did differ significantly from the main 
sample (Drury et al., 1996a). Participants in both conditions showed a clear reduction 
in positive symptoms in the 12 weeks following admission, however this reduction 
was significantly greater in the cognitive therapy condition. There was a significantly 
greater reduction in delusional conviction in the cognitive therapy condition but not in 
delusional preoccupation. There were no group differences in reduction of 
disorganisation or negative symptoms. At follow up 9 months later the therapy 
condition showed significantly fewer positive symptoms, and a significantly better 
outcome on the presence of delusional beliefs. In a second paper, Drury et al. (1996b) 
reported that cognitive therapy “was associated with a 25-50% reduction in recovery 
time, depending on the definition used” (p.602).
These studies can be criticised on a number of grounds, however (Johnson, 1996). 
Although all patients were receiving neuroleptic medication prescribed by clinicians 
blind to group allocation, there was a considerable difference between the groups in 
the amount of medication received. Although Drury et al. maintain that this difference 
was not significant, and can be accounted for by the presence of an outlier in the 
cognitive therapy condition, this means that the cognitive therapy condition were on 
average receiving higher levels of medication than the activity and support condition, 
and although not statistically significant, may have been clinically significant 
(Johnson, 1996). Johnson also suggests that the activity condition may in fact have 
slowed down participants’ progress, and although this does seem unlikely, a "pure" 
control group would have been useful. In addition, the assessors were not blind to
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group allocation, and despite the measures taken to ensure validity and reliability this 
is an important limitation (Johnson, 1996).
Tarrier et al. (1990, cited in Bentall, 1996) describe a trial of two cognitive 
behavioural methods in treating drug resistant psychotic symptoms in schizophrenic 
patients with high and low expectancy conditions. The results interestingly show that 
both the Problem Solving and Coping Strategy Enhancement groups appeared to show 
improvement, in comparison to a baseline period and these improvements appeared to 
be largely maintained at follow up. There was no evidence for an expectancy effect. 
However there was no evidence that improvements generalised e.g. to social 
functioning or depression. The design would have been stronger with a control group.
Summary of empirical evidence
Although there has been an increase in research in this area, there is not a very large 
body of empirical studies examining the effectiveness of CBT with psychotic 
symptoms. A number of important points can also be made about the empirical studies 
which exist. Firstly many have methodological weakness in their design which have 
often been identified by the authors themselves (e.g. Chadwick & Lowe, 1994) as well 
as others (e.g. Bouchard et al., 1996). These include difficulties such as the lack of 
baseline data in single case studies, lack of a control group in group designs, and 
assessments carried out by experimenters who were not blind to treatment conditions. 
Bouchard et al. (1996) identified 15 empirical studies meeting the criteria of using an 
experimental design and "cognitive restructuring techniques" in the treatment of 
symptoms of schizophrenia. However only six were identified as possessing a reliable 
design (Alford, 1986, cited in Bouchard et al., 1996; the studies reported in Chadwick 
& Birchwood, 1994; Chadwick & Lowe, 1994; Garety et al., 1994; and Himadi & 
Kaiser, 1992).
Issues around the way in which symptoms have been assessed and outcome measures 
taken are also important to consider. There are important methodological difficulties 
around the use of self report (e.g. Chadwick & Lowe, 1994) used in many of these 
studies and it is important that further research attempts to look at the difficult task of
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providing appropriate behavioural measures. Bouchard et al. (1996) have also 
criticised the way that many outcome measures in these studies are reported in a 
graphical rather than statistical manner.
Based on the evidence from the more reliable studies there does appear to be support 
for limited effectiveness of CBT interventions with psychotic symptoms. There seems 
to be more evidence for the effectiveness of CBT in treating delusions than in treating 
hallucinations (Bouchard et al., 1996). However the lack of long term follow up in 
many studies means that it is hard to assess whether treatment gains are maintained. 
Many studies have emphasised that in clinical practice it would be preferable to have 
longer interventions, bearing in mind the fact that many participants have experienced 
symptoms for many years. This would appear to fit well with frequent comments in 
the rehabilitation literature emphasising that a "treat and then discharge" model is 
inappropriate for working with people with long term mental health problems. 
However further research is clearly needed as to whether longer treatments are 
effective, and were this to be the case this would have serious clinical and service 
implications for providing these type of interventions.
It is also important to examine the generalisability of these empirical studies 
(Bouchard et al., 1996). All of the studies discussed have involved participants with a 
diagnosis of schizophrenia or schizo affective disorder. Most studies have looked at 
interventions with participants with long standing, but moderate levels of psychiatric 
morbidity, the exception is the Drury study which involved intervention with patients 
during the acute stage of illness. A number of studies involved exclusion of a 
considerable percentage of those originally identified as suitable for intervention and 
showed a considerable amount of participant attrition. However as these difficulties 
are not specific to CBT interventions alone. Overall then this would suggest that CBT 
interventions are suitable for and acceptable to only some patients with psychotic 
symptoms. Some studies report that Reaction to Hypothetical Contradiction measures 
(Brett-Jones et al.,1987) have been useful in predicting which participants may benefit 
from therapy, however further research is needed.
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The role of medication is another important issue. Almost all of the studies discussed 
have examined the effects of CBT interventions with participants who were on stable 
neuroleptic medication regimes. Many authors have emphasised the role of medication 
in enabling participants to engage usefully in therapy and at this stage the evidence 
supports cognitive behavioural therapy as part o f  a treatment regime.
Another important question relates to the wider effects of CBT interventions. In other 
words, how meaningfiil is it to reduce someone's belief in a delusion for example, if it 
does not affect other wider aspects of their functioning, such as levels of depression or 
anxiety and social functioning? Only a limited number of studies have reported more 
general secondary measures of functioning, and those which have appear to have 
found little evidence for changes in social functioning and mixed results of outcome 
on anxiety and depression. However it is possible that it may take longer for the 
effects of intervention to reach these secondary measures.
In addition the evidence for the effectiveness of cognitive behaviour therapy is 
somewhat obscured by the fact that these studies have often used a collection of 
slightly differing cognitive behaviour therapy approaches. Although some studies have 
attempted to examine the efficacy of different components, for example Chadwick and 
Birchwood (1994).
Conclusion
In trying to answer the question "is cognitive behaviour therapy an efficacious 
treatment for psychosis?" it is apparent that this is still a developing field. Current 
evidence suggests that cognitive behaviour therapy for psychotic symptoms may be 
helpful for some individuals and possibly more successful with delusions than 
hallucinations (Bouchard et al., 1996). What constitutes an effective treatment for 
psychosis? Almost all of the studies reviewed here have been conducted with 
participants taking neuroleptic medication, and reduction, rather than complete 
eradication of symptoms seems to be the rule. The current evidence supports the role 
of CBT as one component of a treatment plan.
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Further methodologically sound outcome studies are clearly needed to establish more 
firmly the efficacy of this approach. Directions for further research also include, 
identifying who might be most likely to benefit from such interventions, whether 
longer interventions would be of benefit, examining longer term out comes and 
identifying the most effective components of CBT and the effects of combining such 
therapies with other forms of intervention.
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Introduction
In recent years there have major developments in the field of genetics. Greater 
understanding and improved technology have led to the identification of genetic and 
chromosomal anomalies responsible for a number of syndromes associated with 
learning disabilities. Work in this area is at an early stage, however a number of 
researchers have hailed these advances as having "profound implications" (Dykens, 
1995, p.522) for research and ultimately clinical practice in the field of learning 
disabilities (Dykens, 1995; Dykens & Hodapp, 1997).
Greater understanding of genetic syndromes has implications for the detection of 
learning disabilities in foetuses and the future development of possible gene therapies. 
These are important and controversial areas, but outside the clinical psychologist's 
role. Of greater potential relevance to the day to day practice of clinical psychologists 
working with people with learning disabilities is current research which examines the 
relationships between particular genetic syndromes and behavioural profiles or 
"behavioural phenotypes".
Behavioural phenotypes
Traditionally research in the field of learning disabilities has involved classifying 
people into separate groups based on the degree, rather than the cause of their 
impairment (Bregman & Hodapp, 1991). However interest has grown in attempting to 
delineate the behavioural and psychological profiles of individuals with learning 
disabilities arising from specific genetic and chromosomal aetiologies, such as Down 
Syndrome, Fragile X Syndrome or William's Syndrome.
It is important to recognise that an individual with a particular syndrome may or may 
not show characteristic behaviour(s) linked with that syndrome. As Hodapp (1997) 
emphasises " genetic disorders do not have uniform effects on every individual, can 
change their effects due to developmental and environmental effects and must not be 
considered the sum total of any person's overall genetic endowment" (p.68). However 
it is argued that individuals with the syndrome are more likely to show the 
behaviour(s) than individuals without the syndrome (Dykens, 1995). A behavioural
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phenotype can therefore be defined as "the heightened probability or likelihood that 
people with a given syndrome will exhibit certain behavioural and developmental 
sequelae relative to those without the syndrome" (Dykens, 1995, p.523).
This is clearly a fairly broad definition, a more conservative definition offered by Flint
(1996) is that a behavioural phenotype is "a behaviour (broadly defined to include 
cognitive processes and social interaction) consistently associated with and specific to 
a syndrome with a chromosomal or genetic aetiology where there is little doubt that the 
phenotype is the result of the underlying lesion" (p.355).
The issue of specificity is an important one in attempting to decide whether 
behavioural phenotypes have been established for particular syndromes. Hodapp
(1997) identifies three possible relationships between genetic disorders and 
behavioural outcomes; no specific relationships, totally specific relationships and 
partially specific relationships. If the totally specific relationship, each genetic 
disorder has one or more unique behavioural characteristic (Flynt & Yule, 1994), is 
taken as the standard for a behavioural phenotype, then they will be seen as occurring 
rarely. Hodapp (1997) reports that Flynt and Yule (1994) identified only the self 
mutilation in Lesch-Nyhan Syndrome, the hyperphagia in Prader-Willi Syndrome and 
some of the hand movements and stereotypic behaviours in Rett Syndrome as meeting 
these criteria. Flint (1996) takes a similarly strict approach, in line with his definition 
given above, identifying the same examples and adding that the term behavioural 
phenotype suggests "there may be a component of the behaviour that has a particularly 
close relationship with its genetic determinants"(p.357).
In contrast, the partially specific view of the relationship between genetic disorders 
and behavioural outcomes hypothesises that a few different genetic disorders show 
similar behaviour among those affected, and this behaviour differs from the behaviour 
of individuals with other types of learning disability (Hodapp, 1997). In other words a 
number of different genetic disorders may share a "common pathway" which leads to a 
single behavioural outcome, different fi*om behavioural outcomes found in people 
with learning disabilities in general, or people with other genetic causes of learning
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disability (Hoddap, 1997, p.71). In a similar way Dykens (1995) argues that there may 
in fact be an overlap in the behaviours found across syndromes but she maintains that 
there are often qualitative differences in these shared behaviours. Hodapp (1997) 
argues that the evidence supports a model of behavioural phenotypes where total 
specificity occasionally occurs, but the behavioural effects of most genetic disorders 
are partially specific.
Further complexity in understanding the relationships between genetic disorders and 
behavioural expression, results from the role of indirect effects (Hodapp, 1997). It is 
suggested that behaviours that are characteristic of one genetic disorder versus another 
may engender different reactions from the people in the individual's surrounding 
environment (Hoddap, 1997; Simonoff, Bolton & Rutter, 1996). However given the 
complexities involved in this type of research the evidence supporting this is as yet 
limited.
Is the concept of behavioural phenotypes helpful in guiding clinical psychology 
practice? There are many genetic disorders where attempts are being made to delineate 
behavioural phenotypes, however detailed findings on the two most common genetic 
syndromes will be reviewed here.
Down’s syndrome
Down’s syndrome is the most common chromosomal abnormality associated with 
learning disabilities. The incidence is approximately 1 in 650 to 1 in 700 (Mueller & 
Young 1995, cited in Watson, 1997). Approximately 95% of all cases of the syndrome 
are due to nondisjunction of chromosome 21 (Mikkelsen, Poulsen, Grimstead & 
Lange, 1980, cited in Simonoff et al., 1996). About 5% of cases are due to a 
chromosomal translocation (Harper, 1993, cited in Watson, 1997). Characteristics of 
the syndrome include facial, hand and cardiac abnormalities and learning disabilities, 
however there is considerable variation in the expression of these characteristics.
Down's syndrome is probably the area in which most research on behaviour related to 
a specific genetic (in this case chromosomal) disorder exists, however much of the
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earlier research has been criticised on the basis of its poor quality (Bemey, 1997; Flint, 
1996).
Research has suggested that there may be a specific pattern of cognitive, adaptive and 
linguistic development in children with Down’s syndrome, involving alternating 
periods of relatively rapid gains followed by long periods of stability and "plateaux" 
(Gibson, 1966, cited in Dykens, Hodapp, & Evans, 1994; Hodapp & Dykens, 1994). 
There is some evidence that not all children with Down’s syndrome show these 
developmental plateaux (Dykens et al., 1994) and the reasons for this pattern of 
development are as yet unclear. However it has been suggested that there are 
implications for the nature and timing of educational interventions for children with 
Down’s syndrome (Hodapp & Dykens, 1994).
In terms of cognitive fimctioning, individuals with Down’ s syndrome appear to show 
relative comparability in their sequential and simultaneous processing skills, in 
contrast with people with Fragile X syndrome (Hodapp et al., 1992). Research on 
adaptive functioning suggests that children with Down’s syndrome have a weakness in 
communicative abilities, specifically expressive language, relative to daily living and 
socialisation skills (Miller, 1992; Dykens, Hodapp & Evans, 1994).
Studies suggest that children with Down's syndrome appear particularly capable at 
imitating sequences of hand movements relative to children with Fragile X and non­
specific learning disabilities (Hodapp et al., 1992; Pueschel, Gallagher, Zartler & 
Pezzullo, 1987, cited in Hodapp et al., 1992). It has been suggested, based on this 
relative strength, that sign language training for children with Down's syndrome may 
be helpful in developing early communication abilities (Hodapp et al. 1992).
Research suggests that adults with Down’s syndrome appear to have an increased risk 
of depression relative to other adults with learning disabilities (Collacott, Cooper & 
McGrother, 1992). It has also been established that adults with Down’s syndrome 
have a particularly high risk of developing Alzheimer’s Disease and onset of clinical 
features may be as early as the fourth or fifth decade of life (Holland & Oliver, 1995).
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This increased risk is not found in disorders other than Down’s syndrome associated 
with the presence of learning disabilities (Reid, Maloney, & Aungle, 1978, cited in 
Berg, Karlinsky & Holland, 1993). This high risk of developing Alzheimer's Disease 
has enormous implications for the individual with Down’s syndrome, carers and 
services, and for the work of clinical psychologists in the detection, assessment and 
management of dementia.
Fragile X syndrome
Fragile X syndrome is the most common inherited cause of learning disability, with an 
incidence of around 1 in 2000 males (Simonoff et al., 1996). It has been estimated that 
it accounts for around 4-8% of all males with learning disabilities (Mueller & Young, 
1995, cited in Watson, 1997). The disorder is linked to an excessive repetition (the 
premutation) of a three nucleotide sequence located on a particular site on the long 
arm of the X chromosome containing the FMRI gene (Simonoff et al, 1996; Verkerk et 
al., 1991, cited in Turk, 1992). Above a certain number of repeats people are fully 
affected with the syndrome, below this number of repeats they may be affected or 
unaffected carriers of the syndrome (see Dykens & Hodapp, 1997). Males are more 
often affected than females, and learning disabilities are generally in the mild to 
moderate range (Simonoff et al., 1996).
A considerable amount of research interest has attempted to establish a behavioural 
phenotype of the disorder. Studies of cognitive functioning have found that children 
with Fragile X syndrome show relative strengths in simultaneous processing and 
relative weaknesses in sequential processing (Dykens, Hodapp & Leckman, 1987). 
Language deficits such as rapid, dysfluent, perseverative speech have also been noted 
among males with Fragile X (e.g. Sudhalter, Cohen, Silvermann & Wolf-Schein, 1990, 
cited in Hodapp & Dykens, 1994). In terms of adaptive behaviour, people with 
Fragile X syndrome appear to exhibit strengths in daily living skills relative to 
functioning in the areas of communication and socialisation (Dykens et al., 1987). A 
number of researchers have suggested that the rate of development of males with 
Fragile X declines over time. However the pattern of this developmental decline 
appears to be different from that noted in people with Down syndrome. Among many
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males with Fragile X syndrome, there appears to be a plateauing or decrease in IQ and 
adaptive functioning around early adolescence (Dykens et al., 1989, cited in Hodapp 
& Dykens, 1994; Dykens, Hodapp, Ort & Leckman, 1993, cited in Hodapp, &
Dykens, 1994). However it is important to note that evidence for a decline in cognitive 
abilities in children generally is complicated by the use of developmental tests which 
may not be good predictors of later performance on IQ tests (Udwin, Yule & Martin, 
1987).
Earlier research focussing on males with the syndrome suggested that Fragile X might 
be a major cause of autism (see Flint, 1996). However careful research studies have 
established that only a relatively small proportion of males with the syndrome actually 
meet the criteria for a diagnosis of autism and there appears to be no association 
between the conditions (Fisch, 1992, cited in Flint, 1996). Rather the majority of males 
with Fragile X show a range of problems with social relations, such as social anxiety, 
shyness and mutual gaze aversion (see Dykens & Hoddap, 1997). People with Fragile 
X syndrome also appear to be at increased risk for attention deficit hyperactivity 
disorder (ADHD) (Bregman, Leckman & Ort, 1988, cited in Dykens, 1996).
Dykens and Hodapp (1997) have identified a number of treatment implications from 
this research for people with Fragile X syndrome. They emphasise the importance of 
ensuring that families have received adequate genetic counselling. As the inheritance 
risks for this disorder are complex for families to come to terms with, they suggest that 
clinicians may wish to liase or plan joint sessions with a genetic counsellor (Dykens & 
Hodapp, 1997). Other family members such as siblings or parents may be affected by 
the disorder, particularly female family members, as effects may not be so severe. 
Dykens and Leckman (1990, cited in: Dykens & Hodapp,1997) suggest that families 
with more than one affected child and families with mothers with cognitive delays, 
"may require more intensive, long term or flexible supports, including at home 
interventions, parent aides and advocates who help parents negotiate educational and 
social service systems" (p.265). It is suggested that clinicians should carefully assess 
the appropriateness of individual therapy, particularly for women who either affected 
or unaffected carriers of the gene. Hagerman and Sobesky (1989, cited in Turk, 1992)
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report a cognitive-behavioural approach for emotional and social problems 
experienced by female carriers.
Dykens and Hodapp (1997) make recommendations based on research findings for 
specific intervention strategies in educational and vocational settings, which may be 
helpful for people with the full Fragile X syndrome. They suggest that it may be 
helpful to reduce visual and auditory environmental distractions to help with 
attentional problems. They also suggest that rather than insisting that people with 
Fragile X interact and make eye contact, which may result in increased anxiety and 
behavioural problems, individuals need to be allowed to initiate interaction and 
engagement with others themselves. In view of problems in relating to others, it may 
be helpful to emphasise individual tasks and jobs rather than group work. Teaching 
strategies should involve less emphasis on auditory short term memory and an 
emphasis on visual integration and contextual learning (Dykens & Hodapp, 1997).
Broader implications for clinical practice
There is only a limited amount of work that has attempted to link behavioural 
phenotypes with clinical practice in any detail. Such clinical implications as have been 
noted fall into the areas of assessment and interventions with people with learning 
disabilities and work with families and carers.
Assessment
An understanding of the behavioural phenotype research may be helpful in guiding the 
assessment process, particularly in identifying areas where there may be increased risk 
of psychiatric problems. Work on dual diagnosis in people with learning disabilities in 
general suggests that there may be a risk of "diagnostic overshadowing" (Dykens,
1995) where rather than being recognised, the symptoms of mental health problems 
may be attributed to the persons learning disability. Research on behavioural 
phenotypes may help to highlight the risks of specific syndrome related disorders, such 
as the increased risk of anxiety disorders and attention deficit hyperactivity disorder in 
people with William's syndrome (Dilts, Morris & Leonard, 1990, cited in Dykens, & 
Hodapp, 1997), obsessive- compulsive disorder in Prader Willi Syndrome (Dykens,
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Leckman & Cassidy, 1996) and depression in people with Down’s syndrome. Another 
example previously mentioned is the risk of people with Down’s syndrome developing 
Alzheimer's Disease. It is important for clinical psychologists to be aware of the 
increased risks in these disorders, to guide assessment of individuals. People with 
William's Syndrome for example often present as friendly and engaging and problems 
such as anxiety and depression maybe overlooked (Dykens & Hodapp, 1997).
Interventions
In theory knowledge of specific deficits and relative strengths in areas of cognitive, 
adaptive and linguistic functioning may be useful in planning interventions to improve 
areas of weakness or in adapting interventions focussing on other problems. As 
mentioned above, findings on trajectories of development for children with Down’s 
syndrome or Fragile X have led some researchers to suggest that there are implications 
for the timing of educational interventions (e.g. Hodapp et al., 1992).
Udwin, Yule and Martin (1987) make recommendations for remedial teaching 
strategies for children with William's Syndrome, based on their findings of a profile of 
overall verbal abilities superior to visual-spatial skills. They suggest that training 
skills in the areas of visual perception, spatial orientation, numeracy and pencil control 
may be aided by using the children's relative strength in spoken language to "talk 
through" relevant exercises. Dykens and Hodapp (1997) suggest that people with 
William's Syndrome may benefit from talking therapy, however it would appear that 
careful assessment of individual's level of comprehension would be important.
Dykens and Hodapp (1997) have suggested guidelines for the management of 
hyperphagia in Prader-Willi Syndrome. They stress the importance of external food 
restrictions which continue even when people with the syndrome lose or maintain their 
weight (Dykens & Hodapp, 1997).
Unfortunately there has been little or no work evaluating interventions based on 
phenotypic data. Some studies provide information on the efficacy of particular 
therapies or interventions with people with genetic syndromes, however clearly this is
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slightly different Smith, Klevstrand and Lovaas (1996) report on the ineffectiveness 
of an intensive behavioural intervention in the case of three girls with Rett's 
Syndrome. However the intervention was designed for children with autism and the 
three girls were involved in the study initially through misdiagnosis, rather than the 
intervention being designed based on behavioural phenotype research. In a small study 
on self injury by children with Lesch-Nyhan syndrome, Anderson, Davies and Alpert 
(1978) presented evidence suggesting that positive reinforcement of non-self injury 
and time out from social reinforcement were therapeutically effective "indicating a 
complex interaction of genetic and environmental factors in the production of self- 
injurious behaviour"(p.529). Punishment was found not to be effective, and even to 
increase levels of self injurious behaviour.
Work with the families of people with learning disabilities
A number of writers have emphasised the relevance of a genetic aetiology to work 
with family and carers of people with learning disabilities. A common theme in this 
area is that it can be psychologically and practically helpful for parents in particular to 
understand why their child has a learning disability. Moritt, Waterson and Magnay 
(1996) reported a study offering chromosomal testing to children, the cause of whose 
learning disability was unknown. They reported that just over 75% of those families 
whose children were offered genetic testing accepted the offer. Moritt et al. (1996) 
reported that in cases where a chromosomal abnormality was identified parents 
“benefited from having an identifiable cause for their child's difficulties .... support 
from the services for children with learning disabilities is now more available because 
of the ‘diagnosis’” (p. 165). Other researchers have reported a similar experience 
where having a diagnosis affords families the opportunity to benefit from support 
groups (Bemey, 1997). However it is important to consider that some families may 
find such information distressing and difficult to accept (Dykens & Hodapp, 1997).
It would be interesting to know how helpful such a diagnosis is to individuals with 
learning disabilities themselves. However there appears to be little or no research in 
this area. Dykens and Hodapp (1997) raise similar questions as to how having a 
specific syndrome affects an individuals sense of self. They report that some people
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with Prader-Willi syndrome believe that their syndrome goes away when they achieve 
their ideal weight and they may be disappointed when this does not happen. Dykens 
and Hodapp (1997) suggest that issues can be explored in the context of counselling 
and therapy.
Criticisms of this approach
One of the major criticisms that can be levelled at this area concerns the limitations of 
research on behavioural phenotypes. This is a new area and there are many syndromes 
where little or no relevant research exists. Secondly the possible effects of genes on 
behaviour, as discussed above, are clearly very complex and many studies do not 
appear to take this into account. In the past different aetiologies were associated with 
particular characteristics, often based on global impressions. If clinical practitioners 
are going to use research to guide there practice it is important that this evidence is 
sound.
More importantly the conclusions which have been drawn from behavioural 
phenotypes have generally not been translated into specific intervention approaches. 
Where authors have consistently attempted to do this (e.g. Hodapp & Dykens, 1997) 
they freely admit that their recommendations are based on "phenotypic data and good 
clinical sense" (Hodapp & Dykens, 1997, p267) rather than outcome evidence. 
Syndrome-based approaches to treatment are at a very early stage and have not yet 
been systematically evaluated.
At a more practical level there are many people with learning disabilities to whom 
clinical psychologists provide a service for whom there is no specific genetic 
aetiology. Many older people with learning disabilities, in particular, may never have 
been tested for a genetic aetiology.
Other criticisms can be made at a more theoretical level. Firstly much of the existing 
information on particular behavioural phenotypes appears to be largely descriptive, 
rather than giving any understanding of specific causation mechanisms and 
relationships. It might be argued that such descriptive research is of limited use.
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particularly if it does not enable the psychologist to select an appropriate intervention 
with any more information than if they had simply performed a straightforward 
thorough assessment.
It can be argued that this type of limited information, is of far less relevance than 
other types of information more commonly used by clinical psychologists in their day 
to day work with people with learning disabilities. For example traditional 
approaches to research and classification of the nature of people’s learning disabilities 
which has influenced clinical psychology practice has concentrated on the level of 
learning disability rather than its aetiology. Goodman (1990) argues that "assuming the 
objectives of diagnosis in social-educational settings are to provide maximum 
information on prognosis and intervention, it is preferable to use a system emphasising 
proximal over initial causation...Knowing a child’s IQ in combination with his 
chronological age, provides information on level of instruction, social expectations 
and likely rate of progress; aetiology gives no such information" (p.465). In the 
behavioural approach, maintaining factors rather than the factors leading to initial 
onset are important in designing interventions to change behaviour. The argument here 
is not that genetic factors are irrelevant, but that other factors may be far more 
important.
A number of further concerns can be seen as based in ideology and the cultural history 
of the field of learning disabilities. In the past, a "medicalized" approach was not 
particularly helpful for people with learning disabilities (Clements ,1987). There is 
also a sense in which "organic" causes of learning disability have been seen as having 
negative consequences for the individuals so labelled (Goodman, 1990) "'organicity' 
particularly when linked with very low IQ is associated with incurability" (p.467).
It is not argued that behavioural phenotype researchers hold this view, most are very 
aware of the variability within syndromes, the role of the rest of the person’s genotype 
and environment in determining behaviour and are keen to identify areas where 
interventions could be useful. However in work with families and carers it would seem 
important for clinical psychologists to explore their perceptions of genetic syndromes
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and to emphasise that having a "genetic cause" does not necessarily mean that 
behaviours cannot be changed (Hodapp & Dykens, 1997).
It is possible that movements towards what may appear to be "labelling" individuals 
who are already vulnerable to the low expectations of others, are may be regarded with 
some suspicion within clinical psychology in the field of learning disabilities. This 
leads to another important point, Hoddap and Dykens (1994, p.675) described “Mental 
retardation’s two cultures of behavioral research” and draw attention to the very 
different professional and research cultures in genetics and psychiatry and the 
professional and research culture in psychology. These differences in approach may 
help to explain why there has been so little interpretation of behavioural phenotypic 
data in terms of clinical psychology practice. Hodapp and Dykens (1994) and 
Clements (1987) emphasise the importance of better integrated cross-discipline 
research on behavioural phenotypes using the respective skills of "aetiology-based" 
and "level-of-impairment" based researchers in order to produce sound research 
relevant to clinical practice.
Conclusion
Recent developments in genetic research and research on behavioural phenotypes have 
provided a potential source of new information for clinical psychologists working with 
people with learning disabilities of genetic aetiology. Currently behavioural phenotype 
research appears most relevant to the work of clinical psychologists in identifying 
people who may be at risk of particular problems and work with families and carers to 
help them understand individuals' behaviour. Potentially this approach could be a 
valuable source of information on selecting appropriate interventions. However 
although some researchers has drawn implications for clinical practice (e.g. Hodapp & 
Dykens, 1997) there have been no evaluations to date as to whether interventions 
tailored to particular behavioural phenotypes are more or less effective than "standard" 
approaches. The situation can still be described by John Clement's comment when 
reviewing the situation in 1987 "much exists at the level of possibility rather than 
proven reality"(p.63).
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It is not suggested that this is the only approach which is relevant to understanding the 
problems faced by people with learning disabilities or their carers. There are many 
existing intervention approaches and treatment practices which may be useful to the 
individual with learning disabilities whether they have a genetic syndrome or not. 
However this is an approach which has been neglected in the past and has an 
important potential for supporting more informed clinical practice. It is important 
therefore, that more careful, cross discipline research, relevant to clinical practice, is 
undertaken in this area (Hodapp & Dykens, 1994).
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Introduction
Since the mid 1970s interest has grown among researchers and clinicians in trying to 
understand, explain and treat depression in children and adolescents (Reynolds & 
Johnston, 1994; Oster & Caro, 1990). This interest in childhood depression has 
resulted in a "downward extension" of models of depression developed to understand 
the phenomena in adults (Cicchetti, Rogosch & Toth, 1994; Harrington, 1993). An 
extensive literature on adult depression, including evidence for the effectiveness of 
treatments based on at least some of these models, already exists. It is not surprising 
then, that what we know about depression in adults should have been applied to the 
relatively newer field of childhood depression. However a key issue facing 
researchers and clinicians is the extent to which these models of depression in adults 
are valid in understanding depression in children and adolescents.
A wide range of models have been devised to understand depression in adults and a 
number of these have been applied to depression in children. A comprehensive review 
of the entire literature is not possible here. This essay will therefore highlight general 
issues in the application of adult models of depression to children and then focus on 
evaluating the usefulness of certain specific models in understanding depression in 
children. Cognitive-behavioural models will be focused on as these are one of the 
most influential types of model in this field. Although they are also important, due to 
the constraints of space, interpersonal and psychodynamic models will not be covered 
in depth, however the interested reader is referred to Bemporad (1994) for a review of 
psychodynamic and interpersonal models of depression as applied to children.
Likewise a discussion of genetic and physiological models can be found in Goodyer 
(1995).
In order to assess the extent to which adult models of depression are applicable to 
children and adolescents, three questions will be examined. First, is depression in 
children and adolescents the same disorder as depression in adults? Secondly, what 
factors specific to children and adolescents influence the extent to which adult models 
can be usefully applied? Finally, what evidence is there which supports the application 
of specific adult models of depression in children and adolescents?
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Three criteria will be considered throughout this paper to evaluate the different 
models: the extent to which there is evidence supporting these models for children and 
adolescents; whether there is evidence that treatments based on these models are 
effective with children and adolescents and whether the models are theoretically 
consistent in explaining depression in children and adolescents.
Is depression in children and adolescents the same disorder as depression in 
adults?
The application of adult models of depression to children and adolescents is based on 
two assumptions: first that children and adolescents do experience depression and 
secondly that depression in both adults and children is basically the same disorder 
caused by similar underlying processes (Garber, 2000). If childhood and adult 
depression are manifestations of the same disorder then Garber (2000) suggests that 
adult models will still need to be adapted to account for developmental variations, 
whereas if in fact childhood and adult depression are different disorders then different 
theories of depression might be more suitable.
However it is only comparatively recently that there has been widespread recognition 
that conditions resembling adult depression can occur in childhood (Harrington,
1993). The varied history of the concept of childhood depression illustrates how 
different definitions and models of depression have determined the way in which 
children’s experiences have been conceptualised. Based on early psychodynamic 
models of depression in adults, for example, it was argued that depression could not 
occur in pre-adolescent children, as the child’s super-ego was not yet sufficiently 
developed (Rochlin,1959, cited in Harrington, 1993). Research and theorising from a 
different perspective on the effects of separation and loss in very young children, 
argued that they were able to experience feelings of intense distress and despair; 
Bowlby maintaining that there were important similarities between childhood and 
adult responses to loss (Bowlby, 1980).
Later theories proposed that depression did occur in children but took a masked form 
and that behaviours like aggression and anxiety might be present instead of features of
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depression found in adults, such as loss of interest or pleasure or depressed mood 
(Cytryn & McKnew, 1978; cited in Kazdin, 1990). This perspective high-lighted the 
fact that depression might not necessarily present in the same way in children as in 
adults, but raised the question of whether such symptoms represented masked 
depression or whether they simply represented a different or a co-morbid disorder 
(Harrington, 1993). This is a particularly pertinent given the high levels of co-morbid 
disorders (in particular anxiety) found among depressed youth (Brady & Kendall, 
1992).
The introduction of the DSM classification system provided uniform standards for 
diagnosing depression in children by applying the same criteria used for diagnosing 
depression in adults with slight modifications (e.g. the presence of irritable rather than 
depressed mood in Major Depressive Episode and a shorter period of mood problems 
for Dysthmic Disorder) (American Psychiatric Association, 1994). Studies using 
psychiatric interviews with children and adolescents and their parents have provided 
evidence to support the assumption that depression can be diagnosed in children and 
adolescents using the same criteria as in adults (Carlson & Cantwell, 1980; Chambers 
et al., 1985; Chiles, Miller & Cox, 1980; Kashani, Barbero & Bolander, 1981; cited in 
Kazadin, 1990). However because depression in children and adolescents can be 
diagnosed using the same criteria used for diagnosing depression in adults does not 
necessarily mean that it is identical. Also to a large extent the significance of the 
relationship between comorbid anxiety and depression in children remains unresolved 
(Compas & Oppedisano, 2000). In recent years there has been increasing interest in 
developmental psychopathology and again interest has focused on possible areas of 
difference in the phenomenology and aetiology of childhood depression.
Prevalence of depression in children and adolescents
As Reynolds & Johnston (1994) note "The extent to which young people experience 
depression is in large part a function of how we conceptualise depression, e.g. as a 
syndrome, disorder, or cumulative severity of depressive symptomology" (p.7). 
Findings on the prevalence of depression in children and adolescents vary depending 
on the assessment measures used. Lower rates are typically found in studies which use
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interviews to screen for and exclude other kinds of psychiatric disorder, whilst studies 
focusing on symptoms of depression only, tend to report slightly higher prevalence 
figures (Poznanski & Mokros, 1994).
Models of depression should ideally be able to account for existing research findings 
which show differences in depression prevalence patterns across the lifespan . The 
prevalence of depression in children increases with age. Amongst pre-school children 
the few studies which have been done suggest that this disorder is rare (Kashani & 
Carlson, 1987). Studies of school age children suggest prevalence rates ranging from 
2% to 6.3% depending on the methodologies used (Poznanski & Mokros, 1994). It is 
not until adolescence that rates of depression increase to levels similar to those found 
in adults (Costello et. al. 1996, Fleming & Orford, 1990; cited in Garber & Flynn, 
2001). Research suggests that middle to late adolescence may be a particularly 
vulnerable period for the development of mood disorders, especially among girls 
(Hankin et al., 1998). Amongst adults there are well established sex differences in the 
prevalence of depression, with the rate of depression in women approximately twice 
that found in men (Hankin et al., 1998). In children sex differences in prevalence are 
not found until puberty when the same differences found in adult populations appear 
(Hankin et al., 1998).
Continuity of disorder
Applying adult diagnostic criteria and adult models of depression to depression in 
children and adolescents assumes continuity in the nature of the disorder across the 
lifespan. While many writers maintain that mood disorders such as depression in 
youth are "phenomenologically equivalent to the adult experience" (Poznanski & 
Mokros, 1994, p.20) other writers from the developmental psychopathology 
perspective argue that there is evidence for developmental differences in the 
phenomenology of depression (Weiss & Garber, 2000, cited in Garber & Flynn, 2001) 
and that these differences may reflect differences in the causal processes underlying 
depression at different ages (Hammen & Garber, 2001).
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In adults there is substantial evidence that for many individuals episodes of major 
depression tend to reoccur (Piccinelli & Wilkinson, 1994). A very significant 
predictor of future depression is whether the individual has had depression in the past. 
Though there has been less research with children and adolescents, studies suggests a 
similar pattern and that depression tends to reoccur, both in the short term (Kovacs & 
Devlin, 1998) and later in adult life (Harrington, Fudge, Rutter, Pickles & Hill, 1990). 
These findings are consistent with vulnerability models of depression and used as 
evidence to support the continuity of the disorder (e.g. Poznanski & Mokros, 1994). 
However some researchers have suggested that different risk factors may be associated 
with the first onset of depression in comparison with subsequent onsets of this 
disorder (Lewinsohn, Allen, Seely & Gotlib, 1999). Garber & Flynn (2001) review a 
number of alternative theories which have been proposed including the idea "that 
depressions that occur in the same individual at different age periods are the result of 
correlated, though different, risk factors such as parental depression and marital 
discord" (p. 180). Another type of theory suggests that early periods of depression 
create some kind of lasting vulnerability or "scar" (Garber & Flynn, 2001) whether 
neurobiological (Post, 1992) and/or cognitive (Nolen-Hoeksema, Seligman & Girgus, 
1992) (see Garber & Flynn, 2001, for a full discussion).
Various writers have suggested that both adult and childhood depression include a 
range of heterogeneous disorders. Some writers argue that early onset depression may 
have a more genetic basis based on evidence of higher rates of affective disorder 
found in family members of children with depression (see Kovacs & Devlin,1998). 
Alternatively it has been suggested that early onset depression may represent the 
effects of an extremely stressful environment on the developing child (Kashani & 
Carlson, 1987). At present there is insufficient evidence to draw firm conclusions, 
however the idea that different factors may play a greater role in the development of 
depression at different ages certainly merits further research.
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What factors specific to children and adolescents influence the extent to which 
adult models can be applied?
Developmental and contextual issues
One of the most important factors influencing the applicability of adult models of any 
psychological disorder to children and adolescents is the whole area of developmental 
differences. Children are not simply "mini-adults", and even the terms child and 
adolescent encompass children at very different points of development. Existing 
research applying adult models of depression has been criticised for failing to take 
these developmental differences between adults and children and between different 
stages of childhood into account (Cole, Martin, Peeke, Seroczynski & Hofman, 1998). 
Within the field of developmental psychopathology in particular, theorists emphasise 
the importance of understanding both continuities and discontinuities in depressive 
disorder across the lifespan in the context of normative developmental processes.
There are obviously direct links between deciding whether adult models of depression 
can be applied to children and theories of children's cognitive, emotional, behavioural 
and social development.
Understanding depression in the context of the tasks of normal development facing 
children at different ages suggests that children may be particularly vulnerable to 
different factors leading to the development of depression or vulnerability to 
depression at different ages. For example in young children parental depression may 
lead to the development of difficulties in the attachment relationship. Parental 
depression may have a different effect if it occurs later in the child's life when a secure 
attachment has already been established. In older children when relationships with 
peers are becoming more important problems in peer-relationships may play a more 
influential role. Vulnerability factors/ or stressors which occur in particular stages and 
prevent children from completing normative developmental tasks may leave them 
more vulnerable to failing to complete successfully later developmental tasks as well. 
These concepts are largely speculative at present, however they highlight the 
complexity of understanding the processes by which depression in childhood, 
adolescence, and also adulthood may evolve.
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A number of writers on childhood depression emphasise the importance of a 
contextual approach, that is, recognising the crucial role of the environment in the 
development of depression and the development of risk factors for depression. 
According to Kaslow, Brown and Mee (1994) a developmental perspective 
emphasises the importance of "viewing the child's behaviour in the context in which it 
is embedded." At a theoretical level this suggests the relevance of interpersonal and 
systemic models of depression to work with children and adolescents. At a practical 
clinical level this has implications for interventions focusing beyond the affected child. 
A contextual and developmental approach to depression in children and adolescents 
emphasises the complexity of interactions between the affected child and their 
environment. There is an increasing recognition that divisions of child factors and 
environment factors are simplistic and that a more complex understanding of the way 
in which the child and its environment interact and continue to influence and change 
one another is required (Sameroff, Lewis & Miller, 2000). This needs to be applied to 
models of the way in which vulnerability factors for depression and depression itself 
develop and are maintained or reduced.
What evidence is there which supports the application of adult models of 
depression in children and adolescents?
Many models of depression can be broadly classified as vulnerability models 
proposing that certain relatively stable traits within the individual predispose them to 
develop depression under certain circumstances. Empirical studies have found a wide 
range of potential vulnerability factors to be associated with depression in both adults 
and children and adolescents. Evidence from family studies suggests that, as with 
adults, there is a significant association between childhood depression and family 
members with an affective disorder, with considerable research focusing on the 
increased risk of developing depression among children with a parent with depression 
(Downey & Coyne, 1990). This may indicate genetic or environmental risk factors or 
a combination of both. Likewise research with adults consistently supports an 
association between stress, either in terms of negative life events or chronic stressors 
and depression. A similar association between different types of stress and depression 
has been found in studies of children and adolescents (Compas, Grant & Ely, 1994).
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However associations between these factors and depression are typically small and 
such associations are not unique to depression (Robinson, Garber & Hilsman, 1995). 
The task of models of depression is to go beyond associations and try to explain some 
of the relationships between potential etiological factors.
Cognitive and behavioural models of depression
Cognitive models have been extremely influential in guiding research on depression in 
adults and there is evidence supporting the effectiveness of cognitive behavioural 
therapies in treating adult depression (Hollon, Shelton & Davis, 1993). It is not 
surprising then, that a significant amount of research has explored whether these 
models can be applied to understanding depression in children and adolescents. 
Constructs from two cognitive models of depression. Beck's cognitive model (Beck, 
1967,1976) and the twice reformulated leamed-helplessness theory (Seligman, 1975; 
Abramson, Seligman & Teasdale, 1978; Abramson, Metalsky & Alloy, 1989), have 
been most frequently examined within the childhood depression literature and will be 
discussed. Behavioural and interpersonal models of depression will also be briefly 
discussed.
Behavioural and interpersonal models of depression
Behavioural models of depression focus on reduced activity and a lack of response- 
contingent positive reinforcement as key factors in explaining the development and 
maintenance of depression (Oster & Caro, 1990). Lewinsohn's model of depression 
stresses the importance of interpersonal interactions, proposing that individuals with a 
lack of skills in eliciting reinforcement from their social environment are at risk of 
developing depression (Lewinsohn, 1974). This model has led to interventions 
focusing on social skills training and re-establishing reinforcing activities.
Lewinsohn's emphasis on the importance of social reinforcement means there is some 
overlap with interpersonal models of depression (Kaslow et al., 1994). A range of 
approaches to understanding depression in adults focus on the role of the individual's 
social environment, however as commentators have noted, many of these approaches 
are not perhaps sufficiently theoretically developed to be considered as "models" of
56
depression (Harrington, 1993; Gotlib & Hammen, 1992). It is perhaps more helpful to 
conceptualise some interpersonal factors associated with depression in adults such as 
perceived lack of social support, high levels of expressed emotion as risk factors 
within an implicit vulnerability model, rather than models in their own right. In 
children however, relationships with parents and peers have been highlighted as 
important in the development of depression. Bowlby's (1980) ideas on insecure 
attachment and children’s development of “working models” of the self and others 
which leave them vulnerable to depression also provides possible links between 
interpersonal and cognitive models of vulnerability to depression (Garber, 2000).
Empirical studies explicitly testing concepts from behavioural models, such as activity 
level in children and adolescents are rather limited (Kaslow et al., 1994). There is 
evidence supporting social skills deficits in depressed children, however there is also 
evidence that depressed children's cognitive distortions may negatively influence their 
appraisals of their own social competence (Rudolph & Clark, 2001). Social skills 
deficits might be responsible for a lack of reinforcement leading to depression, 
however they might also represent symptoms or effects of depression itself, or the 
results of other factors underlying both depression and interpersonal difficulties. 
Overall research studies do strongly suggest that that depressed children and 
adolescents are more likely to have difficulties in their interpersonal relationships than 
normal controls (Harrington, 1993). The direction of this relationship is unclear, but it 
seems likely to be bi-directional (Garber, 2000) however it is not necessarily specific 
to depression.
Integrated cognitive -interpersonal models of depression in children appear a 
potentially fruitful direction to take in exploring this area further (Rudolph & Clark, 
2001). However at a clinical level there are advantages to using behavioural models to 
inform interventions with children, particularly younger children who might be less 
able to benefit from talking therapies (Ronen, 1999). Intervention studies with 
children based on behavioural models tend to include a number of different 
components, making the effectiveness of the behavioural aspects difficult to
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distinguish. Studies of interpersonal therapy adapted for adolescents with depression 
have produced promising outcomes to date, however more controlled trials are needed.
Cognitive models of depression 
Beck’s cognitive theory
The core of Beck's theory of depression is a stress-diathesis model, proposing that 
individuals are vulnerable to depression because of dysfunctional cognitive structures 
or schemata developed as a result of early experiences. These depressogenic cognitive 
schemata are activated by relevant stressors producing the cognitive triad characterised 
by a negative view of self, the world and the future and behavioural, affective and 
motivational symptoms of depression. Various types of biased information processing 
serve to maintain depression. Although Beck's theory emphasises the primacy of 
cognitive factors in depression, he maintains that these factors do not explain 
depression's "ultimate aetiology" which may be due to genetic or biochemical factors 
(Beck, 1979). Based on Beck's model, therapy with depressed adults uses behavioural 
and cognitive components within a collaborative approach to enable the depressed 
individual to achieve specific goals through challenging and modifying their 
depressogenic beliefs.
Support for cognitive models of depression in children and adolescents
Existing research findings generally support an association between depression 
symptoms in children and adolescents and various cognitive factors derived from or 
relevant to Beck's model such as negative automatic thoughts and dysfunctional 
attitudes (e.g. Garber, Weiss & Shanley, 1993), low self-esteem and hopelessness 
(Garber & Hilsman, 1992). Almost all the evidence for associations between 
cognitions and depression is based on studies with children aged around eight years 
and older (Garber, 2000). There is some consensus in the literature that by about the 
ages eight to eleven years children are able to experience many of the types of 
cognitions found in adult depression (Kovacs, 1986; Cicchetti & Schneider-Rosen; 
1983). In Piagetian terms this period represents the onset of concrete operational 
thinking (Piaget, 1970 cited in Harrington, Wood & Verduyn, 1998). Based on 
empirical studies of development Cicchetti & Schneider-Rosen (1983) suggest that
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important changes in self-understanding occur around the age of eight and argue that 
"Each of these transitions - from physicalistic to psychological self-understanding, 
from absolute to comparative self-evaluations, and from action-based self-cognitions 
to competency-based ones - is potentially important for childhood depression" 
(Cicchetti & Schneider-Rosen; 1983, p. 103). The applicability of concepts from 
Beck’s model to younger children therefore seems doubtful. However given that there 
has been very little research with younger children fiirther research is needed to 
support or refute this assumption.
Beck (1967) proposed that key cognitive constructs in depression in adults originate 
from childhood experiences. However, as Bowlby (1980) and others have noted.
Beck was not specific about how this development of negative schemas might occur. 
Applying this model to children therefore requires further specification of how and 
when such depressogenic schemas are formed and when they become important in 
predicting depression (Garber, 2000). Increasingly researchers are suggesting that 
quality of the interpersonal context in which children develop , particularly in terms of 
factors such as attachment relationships and styles of parenting, may influence the 
development of precursors to cognitive vulnerability to depression (Alloy, 2001 ; 
Ingram, 2001; Garber, 2000; Stark, Boswell-Sander, Yancy, Bronik & Hoke, 2000). 
This has led to continued interest in developing models of depression in children 
which integrate cognitive and interpersonal theories (Stark et al. 2000; Gotlib & 
Hammen, 1992).
A handful of studies have examined the relationship of children's self-schemas to 
depression typically using a self-referent encoding task to assess depressed and non­
depressed children's endorsement and recall of positive and negative adjectives 
(Hammen & Zupan, 1984; Zupan, Hammen & Jaenicke, 1987, cited in Stark et al. 
2000; Gencoz, Voelez, Gencoz, Petit & Joiner, 2001). Rather than supporting the role 
of a negative self-schema in guiding information processing in depressed children, 
findings from most of these studies suggest that depressed children may lack a positive 
self schema, which is present in non-depressed children (Stark et al., 2000). Gencoz et
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al.'s (2001) study of child and adolescent inpatients also provides some support for the 
specificity of these findings to depression.
A number of prospective studies which have explicitly tested the stress-diathesis 
aspect of the cognitive model in children and adolescents have provided support for 
the role of negative cognitive style as increasing the risk of depression when children 
experience stressful life events (Lewinsohn, Joiner & Rhode, 2001; Hilsman &
Garber, 1995; Robinson, Garber & Hilsman, 1995) however support from other 
studies has been more mixed. More refined methodologies and careful 
operationalisations of key concepts are required in order to explore this issue further. 
Many studies have used non-clinical populations, identifying relationships between 
scores on self-report measures of depression and the variables of interest, rather than 
studying such variables in children diagnosed with the disorder. This approach 
assumes an equivalence between depression symptoms and depressive disorders which 
may not actually be the case. However children with elevated depression symptoms 
who do not meet diagnostic criteria for depression have been shown to still be 
significantly impaired in terms of psychosocial functioning (Gotlib, Lewinsohn,
Seeley, 1995) and studies have also found a relationship between sub-clinical levels of 
depression symptoms in adolescence and later development of major depression. The 
answer would appear to be more research to explicate the relationship between sub- 
clinical depression and the development of depressive disorders and a more systematic 
use of standard cut-off points in studies that rely on a self-report methodology to 
ensure comparability (Cole, 1990).
The practice of cognitive behaviour therapy with children and adolescents has not 
involved simply transferring adult models to children, but has stressed a 
developmental approach (Ronen, 1999). Harrington et al. (1998) argue that simply 
because children have reached an age where they are able to experience depressive 
cognitions does not necessarily mean they are able to make use of cognitive therapy in 
the same way as adults. Evidence of the effectiveness of CBT approaches in 
childhood is relatively limited as yet, but appears promising. The meta-analysis by 
Reinecke, Ryan and DuBois (1998) of results from six treatment studies with
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adolescents supported the efficacy of cognitive-behavioural approaches in the short 
and long term for treating depressive symptoms. However most of the studies relied 
on self-report measures of depression as the main dependent variable and involved 
dysphoric adolescents typically recruited through schools rather than clinically 
depressed adolescents, so further trials are necessary (Reinecke et al. 1998). Brent et 
al. (1997), comparing individual CBT with systemic behavioural family therapy and 
non-directive supportive therapy for adolescents who were clinically depressed, found 
rates of remission was significantly higher for cognitive therapy compared to both of 
the other approaches.
Learned helplessness and attributional style
Seligman's original theory of learned helplessness proposed that depression arose from 
an individual’s experience of their environment as aversive and uncontrollable 
(Seligman, 1975). This model was reformulated to emphasise the role of the person’s 
attributions or explanatory style, in explaining why some people developed depression 
in the face of adversity while others did not (Abramson et al., 1978). An explanatory 
style characterised by internal, stable and global attributions for negative events was 
hypothesised to place individuals at greater risk for the development of hopelessness 
and depressive symptoms. Later this model was further reformulated to become the 
hopelessness theory of depression (Abramson et al., 1989). In this reformulation 
attributional style remains a mediator between stressful life events and depression, 
however it is seen as a contributory cause while the role of the hopelessness belief is 
emphasised as the direct cause of a specific type of “hopelessness depression”.
Attributional style and depression in children and adolescents
Attributional style is one of the constructs of adult models of depression that has been 
most frequently researched in studies with children. The general pattern of findings is 
similar to the research on cognitive factors derived from Beck’s model of depression 
discussed above and indeed many studies have explored the role of cognitive 
constmcts from both models. There is strong evidence that attributional style, as 
measured by the Children's Attributional Style Questionnaire is consistently associated 
with self-reported depression symptoms in children and adolescents (Joiner &
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Wagner, 1995). In other words, children reporting higher levels of depression 
symptoms tend to make more internal, stable and global attributions for negative 
events and external, unstable and specific attributions for positive event than non­
depressed children. Studies with children with a diagnosis of clinical depression have 
also found a similar association with attributional style (Joiner & Wagner, 1995). 
However there is some evidence that this maladaptive attributional style is not 
exclusive to depression and may also be found in children with other psychiatric 
disorders (Joiner & Wagner, 1995).
As with research on cognitive factors derived from Beck’s model of depression, many 
studies to date on attributional style and depression symptoms in children have been 
cross-sectional and therefore unable to provide information about the direction of the 
relationship between attributions and depression. Support from studies which have 
attempted not only to look at the association between attributions and depression but 
also to test the stress-diathesis component of the model is mixed. Evidence for 
associations between other key components of the model, such as attributional style 
and helpless behaviour is also limited and rather inconclusive (Kaslow, Brown & Mee, 
1994).
Hopelessness is a proximal and sufficient cause of a specific subtype of depression in 
the most recent revision of learned helplessness theory. It is also an important feature 
of Beck’s cognitive triad and a key psychological risk factor in suicide in adults (Beck, 
Brown, Berchick, Stewart & Steer, 1990) . Research has also found evidence of a 
relationship between depression and hopelessness and suicidal behaviour in children 
and adolescents (Reynolds & Mazza, 1994). The limited number of studies which 
have specifically focused on the hopelessness reformulation of attribution theory have 
failed to find support for this model of depression in children (e.g. Abela; 2001).
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Conclusion
The application of adult models of depression has made an important contribution to 
both research and clinical work in the field of depression in children and adolescents. 
Research using adult derived DSM criteria has led to increased recognition that these 
disorders do occur in children and adolescents with significant and potentially long­
term consequences.
Application of cognitive models in particular has encouraged considerable research on 
whether factors associated with vulnerability to depression in adults are also important 
in children. While there is support for a relationship between cognitive constructs 
from these models and depression symptoms in children and adolescents, empirical 
evidence for a key or causal role is relatively weak. This is not vastly different from 
the empirical status of the models with adult populations where many argue that the 
role of cognitive factors as “necessary, substantial and specific to depression” has also 
yet to be conclusively established (Hammen, 2001, p.240). Although existing evidence 
suggest cognitive concepts become more applicable to children as they get older 
(Kaslow, Adamson & Collins, 2000) research has prompted increasing recognition 
that adult models cannot be applied without modification to children and adolescents. 
In both adults and children, it seems that no single factor is responsible for the 
development and maintenance of depression. Evidence suggests that genetic, 
biological, developmental and interpersonal factors may all play a role in producing 
the outcome of depression. Work on depression in children and adolescents has 
highlighted the complexity of the processes by which depression occurs. In children 
the role of developmental factors and the importance of interactions between the child 
and their environments cannot be ignored. Theories which specify how these different 
factors interact are needed and models integrating cognitive and interpersonal 
processes appear particularly important. After a history of adult models of depression 
being applied to children and adolescents, it seems possible that this position may be 
reversed and that appreciation of the complexity of factors involved in the 
development of depression in children may be useful in turn in stimulating the 
development of more comprehensive models of depression in adults.
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Ultimately the aim of developing appropriate theoretical models of childhood 
depression must be to guide interventions which are more effective in preventing and 
treating this condition. An important start has been made, but more research 
evaluating models and therapies tailored to depression in children and adolescents is 
needed.
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Introduction
The World Health Organisation defines dementia as "The acquired global impairment 
of higher cortical functions, including memory, the capacity to solve the problems of 
day to day living, performance of learned perceptuo-motor skills, the correct use of 
social skills, all aspects of language and communication and the control of emotional 
reactions, in the absence of gross clouding of consciousness. The condition is often 
irreversible and progressive." (WHO, 1986, cited in Arendt & Jones, 1992). Using 
this definition, a recent briefing paper from the Division of Clinical Psychology 
concludes that the effects of dementia are therefore "primarily psychological, affecting 
the sufferer's emotional state, capacity to think and remember, personality and 
interpersonal relationships" (British Psychological Society Division of Clinical 
Psychology, 1996, p.6).
Dementia is not itself an illness, but rather a syndrome or collection of symptoms 
which can be caused by a number of different conditions. While there has been 
considerable medical research into the causes of dementia, the mechanisms by which 
changes occur in the brain and drugs which may improve the cognitive functioning of 
people with dementia, currently much remains unknown. Although some of the rarer 
forms of dementia are reversible, there is no cure for the two most common forms of 
dementia: Alzheimer's disease (AD) and multi-infarct dementia.
Although dementia is not part of the normal ageing process, the risk of developing 
dementia increases with age. There are considerable difficulties in establishing the 
prevalence of dementia, due partly to the difficulties in diagnosis. However it is 
generally accepted that the prevalence of dementia in older people doubles for each 
increase of 5.1 years; approximately 5% for people over 65, rising to 20% for people 
80 and above (Livingston & Hinchliffe, 1993, cited in Woods, 1996b; Kay & 
Bergmann, 1980, cited in Arendt & Jones, 1992). Given the well publicised 
demographic increases in the proportion of older people in the more 'developed' world 
the overall number of people with dementia is set to increase.
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Consideration of the potential for psychotherapeutic work with people with dementia 
can only occur with an awareness of current forms of service provision. Despite 
common misperceptions, most people with dementia live in the community, only a 
small proportion (approximately 6%) live in institutional settings (Goldsmith,1996). 
There is still comparatively little recognition of a need for counselling or 
psychotherapy following diagnosis (Cheston, 1998). Indeed many of people with 
dementia are not given their diagnosis, typically it is given to a carer who then has to 
decide how much to tell the person (Rice & Warner, 1994; Gilliard & Gwilliam,
1996). Recent innovations in the development of memory clinics and specialist 
dementia research centres, mean that the potential for earlier diagnosis of dementia 
exists. However there is considerable geographical variability in the provision of such 
services.
Appreciation of the context or ’culture' of dementia care in which services are 
provided is also extremely important. In the past ten to fifteen years there have been a 
number of developments which have converged to influence psychologists’ work with 
people with dementia. One important influence has been the major criticisms of 
previous attitudes and assumptions concerning work with people with dementia. In 
the late 1980s and early 1990s a number of writers launched an attack on the long­
standing "médicalisation" of dementia. It was argued that focussing solely on bio­
medical models of dementia as a brain disease for which there was no known cure led 
to a neglect of the role which social and psychological factors played in the experience 
and progression of dementing illness and ignored the possibility that non-medical 
interventions could produce positive changes (Lyman, 1989).
These writers emphasised alternative ways of viewing the person with dementia and 
the aims of work in this field. A key idea was that the difficulties experienced by the 
person with dementia due to neurological deficits might be increased by other non- 
organic factors such as the behaviour of caregivers, social isolation and depression. 
Probably most well-known is the work of Tom Kitwood which has emphasised the 
importance of maintenance of the "personhood" of people with dementia in the face of 
the destructive "malignant social psychology" - the dehumanising and discounting
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behaviour which may often surround them (Kitwood & Bredin, 1992). Despite the 
progressive degenerative nature of conditions such as AD, Kitwood and Bredin (1992) 
argue that it is possible for people with dementia to achieve a state of "relative well­
being". While Kitwood's work may be criticised on a number of points (e.g. it is 
largely theoretical rather than empirical), it has had considerable ideological influence, 
perhaps not least because he has emphasised the potential for positive outcomes for 
interventions with people with dementia.
A complementary perspective is that of applying a disability model to work with 
people with dementia. Many parallels can be drawn with the development of services 
for people with learning disabilities (Stalker, Gilliard & Downs, 1999), another 
disadvantaged group which it can be argued have in the past been the victims of a 
similar "therapeutic nihilism" (Mace, 1987; Lyman, 1989).
Previous research typically concentrated on alleviating the distress and supporting 
successful coping of the care givers of people with dementia. Interventions with 
people with dementia have been largely behavioural. While this is clearly a vitally 
important area for psychological input, it appears worrying that until very recently in 
contrast to a large body of research on carers the experience of the people who 
actually had dementia was almost completely overlooked (Cotterell & Schultz, 1993). 
One of the most recent developments in the field of dementia care has been the 
beginning of research examining the subjective experience of dementia (e.g. Ready & 
Gilliard, 1999). An understanding of how people with dementia cope with their 
difficulties and in what ways having dementia is threatening to people, e.g. in terms of 
mental health, identity, self esteem is important in informing interventions
Defining psychotherapeutic work with people with dementia
Roth and Fonagy (1996) describe psychotherapies as psychosocial treatments which 
usually share a set of distinguishing characteristics. They cite Strupp’s (1978, p. 3) 
definition of psychotherapy as "an interpersonal process designed to bring about 
modifications of feelings, cognitions, attitudes and behaviour which have proved 
troublesome to the person seeking help from a trained professional" to identify three
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key elements of psychotherapy: the presence of a therapist- patient relationship, the 
interpersonal context of the psychotherapies and the presence of a model which guides 
the therapist's actions (Roth & Fonagy, 1996). Bonder (1994) describes the common 
element in psychotherapies as the expression and resolution of feelings.
A distinction can be made between the application of "mainstream" therapies, such as 
psychodynamic therapy and cognitive behaviour therapy, with people with dementia 
and the use of approaches, generally with a less developed theoretical base, designed 
specifically for people with dementia, such as Reality Orientation and Reminiscence 
therapy.
The main emphasis of this paper will be upon the therapies which focus on the internal 
emotional experience of the person with dementia, as this has been neglected in the 
past.
The relevance of psychotherapeutic work to people with dementia
Symptoms of depression occur more frequently in people with AD and other forms of 
dementia than in the normal elderly population (see Verhey, Rozendaal, Ponds & 
Jolies, 1993). Symptoms of depression have been reported as occurring more 
frequently in people in the early stages of dementia, than in the later more severe 
stages (Cummings, Miller & Hill, 1987; Fischer, Simanyi & Danielczyk, 1990; cited in 
Verhey et al., 1993). However the difficulties in diagnosing depression in people in 
the later stages of dementia should be remembered.
There is some evidence that affective disorder may be linked to neuropathological 
changes in the brain. However depressed feelings may also be seen as an 
understandable reaction as the person becomes aware of his or her loss of intellectual 
abilities and other related losses. Depression may well exacerbate the cognitive and 
behavioural problems of people with dementia and has been found to be associated 
with increased functional impairment in the activities of daily living in people with 
AD, independent of level of cognitive functioning (Fitz & Terri, 1994; Pearson, Terri 
Reifler & Raskind, 1989).
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In addition to the risk of depression, study of individuals with AD suggest multiple 
reactions, including anger, hopelessness, helplessness, self blame, anxiety and fear 
about the future (Solomon & Szwabo, 1992). It is important to note however, that a 
number of qualitative studies of the reactions of people in the early stages of dementia 
suggest that people with dementia may actively use a variety of coping strategies to 
attempt to come to terms with their situation, with varying amounts of success (Cohen, 
1991; Phinney, 1998; Ready, 1996; Ready & Gilliard, 1999).
Assessment of the appropriateness of psychotherapeutic intervention for people with 
dementia, clearly will depend on the needs of the individual and aims of intervention. 
Cheston (1998) identifies two differing perspectives within the literature. Firstly the 
implication that all people with dementia could potentially benefit from counselling 
focussing on helping them make sense of their experiences with an emphasis on the 
provision of emotional support (e.g. Stokes & Goudie, 1990). Alternatively other 
writers emphasise that most people with dementia will not require formal 
psychotherapeutic intervention to manage and cope with their dementing illness (e.g. 
Jones, 1995). Instead it is proposed that such intervention should be reserved for 
people who are especially distressed by their illness, with an emphasis on working on 
specific clinical problems such as reducing depression, or adjustment to loss (Cheston, 
!(%%).
General aims for psychotherapeutic work listed by Bonder (1994, p.77) include:
1. Facilitating stress management
2. Enhancing coping mechanisms for dealing with loss
3. Affirming a sense of identity
4. Offering emotional support and an opportunity to express emotions
5. Restoring a sense of order and meaning
6. Regaining a sense of mastery and control
Cheston, (1998) describes a largely similar number of aims but also includes the 
resolution of conflicts from the past. Development of awareness/ insight is a
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somewhat more controversial aim and there is considerable debate over how possible 
and/ or helpful to the person with dementia this is (e.g. Bonder, 1994).
Challenges and adaptations in psychotherapeutic work with people with 
dementia
Psychotherapeutic interventions with people with dementia were until relatively 
recently considered inappropriate other than at a purely behavioural level due to the 
impairments in memory, communication and reasoning which occur with this disorder. 
In addition, there appears to have been a widespread belief that after the earliest stages 
people with dementia had little awareness of their impairments or capacity for self 
reflection. More recent research suggests that this is not the case, but that people’s 
level of awareness may fluctuate considerably over time (e.g. Phinney, 1998).
While clinical practice seems likely to benefit from the abandonment of "therapeutic 
nihilsm" it is also very important that the genuine obstacles and challenges in 
undertaking this kind of work with people with dementia are not underestimated. This 
should be particularly the case given the new nature of this field and the lack of firm 
empirical evidence to support many of these interventions as yet. Some of these 
obstacles to intervention and relevant adaptations of therapeutic approaches will be 
discussed.
Communication
Communication is clearly a major issue in any kind of verbal therapy with people with 
dementia. Problems relating to communication are two way, providing considerable 
potential for misunderstanding (Goldsmith 1996). A number of writers have 
suggested that a neuropsychological assessment may be helpful before starting therapy 
in order to identify areas of relative weakness and strengths which can be used to 
support the intervention (e.g. Woods, 1996a). Patterns of deficits show considerable 
variability within and between individuals with dementia, even within a population 
with a common diagnosis such as AD (Morris, 1996). Sensory deficits should 
obviously be assessed prior to intervention as they are common and likely to 
compound communication difficulties.
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A number of practical approaches to communicating more effectively with people with 
dementia have been proposed ( e.g. Woods, 1996a; Rau,1993). The memory and 
information processing demands can be reduced by such strategies as using clear short 
sentences or in more complex sentences, ensuring that its sense is in the initial clause 
and using referents rather than pronouns (Woods, 1996a). Utilisation of non-verbal 
communication is also important, for example using eye-contact as a means to 
maintain a person's attention (Woods, 1996a, Rau,.1993). Word finding difficulties 
may be frustrating for both patient and therapist. Yale (1995) describes asking clients’ 
permission try to find the word they are looking for.
Memory impairment
Memory impairment is one of the most well known and well studied aspects of 
dementia. As mentioned above there may be considerable variation in the type and 
degree of impairment depending on the underlying pathology and the stage of the 
dementia. In working psychotherapeutically with people with dementia an 
understanding of the person's level and type of memory impairment is obviously 
extremely important, not only in determining the suitability of intervention approaches 
and the type of support which may be needed, but also to prevent unrealistic demands 
being made which may lead to a sense of frustration and failure. Most research on the 
nature of memory impairments has been done with people with AD. However research 
shows that new learning is possible for people with dementia (Woods 1996a; 1999). 
Many writers have emphasised the importance of extensive use of prompts, repetition 
of key ideas and of avoiding overloading the person. Research suggests that in people 
with mild to moderate AD support at both encoding and retrieval of information may 
be necessary to demonstrate memory improvements (Baeckman & Herlitz, 1996).
Deterioration of functioning
The progressive nature of dementia obviously represents a major challenge to 
psychotherapeutic work. The individual course of deterioration may vary 
considerably, however with a longer term intervention a point is likely to arise where 
the value of continuing therapy may be questioned. There may be questions about the 
person with dementia's ability to benefit from sessions, for example if they no longer
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have verbal communication. Also it may no longer be clear if they consent to 
continuing psychotherapeutic work (e.g. Sinason, 1992). Two possible approaches to 
these issues can be identified: the therapist may decide that the intervention is no 
longer appropriate, alternatively the form of the intervention may be adapted 
considerably in light of the client's difficulties. Bender (1999) for example describes a 
person-focused approach where a small number of individuals with dementia were 
offered counselling and support "for the rest of their lives". However this type of 
approach would appear unusual, particularly within the current NHS climate.
The emotional impact of working psychotherapeutically with people with 
dementia
It is important that the emotional impact of working psychotherapeutically with people 
with dementia is not underestimated. Kaplan (1990) argues that such work can raise 
deep emotions "because dementia compromises much of what makes us uniquely 
human" (p.82). A key feature of all forms of psychotherapeutic work is an empathie 
response to the person with dementia. This type of work may confront the therapist 
with challenges regarding their own reactions to ageing, loss of abilities and death at 
an earlier point than usual (Knight, 1986). Countertransference reactions where the 
therapists' responses to significant others in their own lives (e.g. ageing parents) are 
evoked may also occur. Kaplan (1990) argues that it is necessary to good practice for 
the therapist to be aware of their reactions. A number of writers in this area emphasise 
the important role of supervision in this process (Kaplan 1990, Bender, 1999). 
Supervision and peer support may also be important in dealing with the complex 
ethical issues such as confidentiality, consent to treatment, role boundaries and power 
issues (Bender, 1999).
Specific psychotherapeutic interventions
Validation Therapy
Validation Therapy was developed by Feil (1982,1992) partly in reaction to the 
insensitive use of RO. Drawing on Rogerian and psychodynamic principles this 
approach has been described as "communicating with disoriented elderly persons by
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validating and supporting their feelings in whatever time or location is real to them" 
(Jones, 1985, cited in Woods, 1996c). It is argued that all behaviour and 
communication of people with dementia is meaningful, reflecting unmet universal 
human needs: to be loved, to be usefully engaged and to be able to express emotions.
It is the underlying emotional meaning being communicated which the therapist 
attempts to recognise and acknowledge. There is an emphasis on the person's need for 
resolution of unresolved conflicts before their life’s end, through the expression and 
validation of painful feelings from the past (Stokes & Goudie, 1990). This approach 
may be implemented through group or individual sessions, with adaptations for more 
impaired clients.
Application of the Interacting Cognitive Sub-systems Model developed by Teasdale 
and Barnard (1993) and proposed by Williams (1994) has been suggested as a possible 
theoretical foundation for the Validation Therapy approach (Woods, 1996a, 1999).
Validation Therapy has become increasingly popular, however there is little published 
evidence for its effectiveness (Cheston, 1998; Woods, 1999) with reports being largely 
anecdotal (Feil, 1992; 1993). Woods and Roth (1996) reviewing evidence for its 
effectiveness conclude that although it may be a useful technique for group and 
individual work "there is no evidence for persistent effects or greater benefits than 
other approaches" (p.334). Findings from evaluation of a group for people with 
moderate dementia which compared 20 weeks of VT and 10 weeks of reminiscence 
therapy were inconclusive (Bleathman & Morton, 1992; Morton & Bleathman, 1991). 
Given the nature of the sample (3 participants, 2 of whom showed an increase in 
verbal interaction during the VT period of the group, one showed the opposite pattern) 
it is unclear whether the findings represent non-specific group effects.
Resolution therapy
The emphasis upon the resolution of past conflicts in VT has been criticised, as 
ignoring the contribution of the current environment and experiences to the sufferer's 
distress (Stokes & Goudie,1990; Kitwood, 1992). Resolution Therapy (RT), 
developed by Stokes and Goudie (1990) involves using Rogerian counselling skills to
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try to understand and acknowledge the emotional content of the person with 
dementia's communication. However the emphasis is on identifying feelings which 
relate to making sense of the current situation or expressing a current need. Bender
(1999) describes a similar application of Rogerian principles of empathy, genuineness 
and unconditional positive regard to long term counselling of people with dementia. 
However evaluation of this type of approach tends to take the form of anecdotal case 
material and more rigorous evaluation is needed.
Cognitive and behavioural psychotherapy
Given the effects of dementia on cognitive abilities, such as learning planning and 
abstract thinking, cognitive behaviour therapy was previously not considered suitable 
for this client group. However CBT has increasingly been adapted for work with 
different populations, and work with people with learning disabilities has 
demonstrated that cognitive interventions can be effective with people who have some 
cognitive impairment (see Kroese, Dagnan & Loumidis, 1997).
There is a small body of research which has examined the adaptation of these 
approaches for people with dementia. Goals for intervention include the treatment of 
anxiety and depression and increasing coping skills with the aim of reducing excess 
disability. The cognitive component of this approach involves identifying and altering 
dysfunctional thoughts. While Thompson, Wagner, Zeiss and Gallagher (1989) 
recognise that sadness and grief are a natural response to receiving a diagnosis of 
dementia, they draw parallels with the application of CBT with populations with 
terminal illness (e.g. cancer) and argue that dysfunctional thoughts (e.g. T'm useless, I 
can't do anything anymore’) are likely to lower mood and activity levels and increase 
the person's difficulties.
Intervention involves working with the client to identify a limited number of key 
cognitions which they can work on with the therapist, who takes a very active and 
directive role. Problem solving components and use of memory aids as well as 
behavioural interventions (see below) may also be included. This type of intervention 
is recommended for people in the early stages of dementia and a number of
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adaptations are proposed, such as using shorter sessions, focussing on one or two 
goals, extensive use of approaches to aid memory, such as repetition of information, 
tape recording sessions and written prompts such as cards with appropriate challenges 
to negative thoughts which the person can carry with them (Thompson et al., 1989). 
Approaches such as Socratic questioning which require more abstract skills to make 
inferences are not recommended. Sessions are time limited with booster sessions and 
follow up to attempt to maintain gains. The involvement of carers is considered very 
important in generalising gains (Thompson et al., 1989).
Although some case studies have reported beneficial outcomes, one of the major 
drawbacks with this approaches that there are few more rigorous outcome studies. 
However this would appear a promising field for development and further research is 
clearly needed.
There is slightly more evidence for the effectiveness of purely behavioural 
interventions with people with dementia. Again research has largely concentrated on 
work with people with AD. Terri, Logsdon, Uomoto and McCurry (1997) have 
applied behavioural models previously shown to be effective in the treatment of 
depression in younger adults and older adults without dementia. It is hypothesised that 
depression results from an excess of negative interactions with one's environment. 
Intervention has largely involved work implemented by carers using pleasant event 
scheduling and operant conditioning techniques to decrease the frequency of 
depression related behaviours. A number of studies, including a randomised 
controlled trial (Terri et al., 1997) have demonstrated the effectiveness of this 
approach in reducing symptoms of depression after treatment and at a six month 
follow up. Interestingly this intervention was also found to decrease care giver 
depression, and it is possible that this one mechanism of change.
Possible criticisms of the behavioural approach are that it does not address the person 
with dementia's emotional response directly. However as with all approaches to 
working with people with dementia the way in which such an approach is implemented 
appears vital. Given the evidence for effectiveness behavioural approaches clearly
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represent an important alternative .treatment and may be considered appropriate 
particularly for people in later stages of the disease who would find more verbally 
based therapies unhelpful.
Psychodynamic psychotherapy
Despite early analysts' assumptions to the contrary (Freud, 1905; cited in Orbach, 
1996), it is now recognised that older people can benefit from psychodynamic 
psychotherapy. Older people with dementia have previously been considered 
unsuitable for this type of therapy however an increasing number of therapists are 
becoming interested in this approach (e.g. Sinason, 1992; Hausman 1992).
Both Solomon and Szwabo (1992) and Hausman (1992) conceptualise the experience 
of dementia in terms of the person being less able to adapt to and resolve the conflicts 
of normal ageing. It is suggested that the person's “loss and disintegration of ego 
functioning" (Le Goues, 1988, cited in Solomon and Szwabo, 1992) including loss of 
ego resources and defences and loss of identity mean that they are less able to cope 
with the re-emergence of unresolved internal conflicts which occur with old age. They 
also face the loss of many of the abilities important to successful ageing including a 
sense of mastery and control, the capacity to adapt to change, the ability to invest in 
others and to mourn for past and current losses (Hausman, 1992), leaving them highly 
vulnerable to developing emotional problems.
Goals of psychodynamic work with people with dementia have considerable overlap 
with those already described above. Hausman (1992) argues that achievement of basic 
goals such as providing a relationship in which the patient feels cared about, providing 
an emotional outlet or catharsis and the enhancement of self esteem should be possible 
to some extent even with patients in the more advanced stages of dementia. However 
the extent to which further progress can be made will be dependent on factors such as 
the stage in the illness at which work starts (it is recommended that the treatment 
relationship begin as early as possible in the dementing process, Jones, 1995); the 
patients pre-morbid level of “psychological sophistication” and support fi-om people in 
the patients' environment (Hausman, 1992).
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As with other types of psychotherapeutic work, considerable adaptations to the therapy 
process must be made, with the therapist generally taking a more directive role, using 
verbal or written summaries, shorter sessions and less emphasis on abstract 
interpretations (Hausman, 1992).
As with other psychotherapeutic approaches to working with people with dementia, 
supporting the grieving process is a vital element (Cheston, 1998). It has also been 
proposed that psychotherapy may play a role in slowing the loss of identity associated 
with dementia by integrating the therapist's ego through transference, so that the 
therapist becomes a "second se lf  for the sufferer (Le Goues;!988; cited in Solomon & 
Szwabo 1992, p.306).
Evaluation of this type of work typically takes the form of case material and anecdotal 
reports (e.g. Hausman, 1992; Sinason, 1992). There is therefore little or no empirical 
evidence as to the efficacy of this type of work and the type of benefits which might be 
expected for the client. This is consistent with the difficulties in evaluating 
psychodynamic therapeutic work in general.
Group work
Considerably more group than individual psychotherapeutic interventions with people 
with dementia have been reported in the literature (Cheston, 1998). Many different 
types of group intervention ranging from psychodynamic to behavioural have been 
reported. Benefits of using a group approach might include the opportunity to share 
experiences and gain social support. From a social constructionist point of view, 
having the opportunity to narrate one's experiences may be helpful in retaining a sense 
of one's identity (Sutton & Cheston 1997; Sabat & Harre, 1992; Cheston, 1996) .
Also in terms of time and resources a group approach is likely to be more cost 
effective.
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However this type of intervention obviously allows less individual attention from the 
therapist. Groups also place considerably more demands on the participants with 
dementia in terms of information processing (Woods,! 996a).
Practical considerations are important in enabling this type of intervention to be 
effective. Relatively small groups are recommended. As much consistency as 
possible is important with the group meeting regularly at the same time and location 
with the same seating arrangements.
There is limited evidence for the effectiveness of group approaches as group 
evaluation again tends to be more anecdotal than rigorous. Yale (1995) reported on a 
random controlled trial of a support group for people with early stage AD held weekly 
over 8 weeks. In comparison with a waiting list control group there were no 
significant differences on measures of behaviour. Yale suggested that the measures 
used were insufficiently sensitive to detect change. This is a reasonable criticism 
which can be made of many attempts to evaluate group work with this population, 
where general behavioural checklists have been used to measure change, even though 
the content of these usually focuses heavily on behavioural and self-care items. Given 
the genuine challenges in working with people with dementia it would appear far 
better to concentrate on evidence for smaller, more realistic goals, starting initially 
with changes in behaviour within the group when attempting to evaluate these kinds of 
interventions rather than looking for evidence of more global generalised change 
which is unlikely to occur.
Indirect interventions
The relationships and interactions between the person with dementia and their carers 
(paid or unpaid) represents both an important area for intervention in its own right and 
the context in which any direct work with a person with dementia is embedded. AS 
Woods and Roth (1996) note: “Lawton’s "environmental docility" model (Parmelee & 
Lawton, 1990) suggests that the person with lowered competence and function is more 
likely to be shaped by and vulnerable to environmental contingencies” (p.332). While 
older people who are cognitively intact may find it possible to shape their environment
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to suit their own individual needs, people with dementia are less able to exert control 
over their surroundings. Increasingly there has been a recognition of the importance 
of the role of the physical and particularly the social environment to people with 
dementia. Psychosocial interventions, involving manipulation of the interactions 
between care givers and people with dementia have a rather longer history than the 
application of more established individually based psychotherapy approaches. Reality 
Orientation is probably the most well known and best evaluated of these approaches 
and has been shown to be effective in increasing patients verbal orientation (Woods, 
1996c). However this approach will not be discussed in detail here, as the goals of RO 
are largely not strictly psychotherapeutic, focussing on cognitive goals rather than 
people’s affective experience. Reminiscence work does have a focus on affective 
goals, however these are often poorly articulated and the theoretical support for this 
model is limited.
There is some evidence that some of the positive benefits from these approaches and 
the eagerness with which the have been adopted may reflect the fact that they provide 
care staff with a framework for interacting with people with dementia. Working with 
people with dementia can often generate powerful negative feelings of helplessness 
and being ineffectual. It is therefore of great importance that carers have a rational for 
the work they do and appropriate support. Woods (1999) highlights the importance of 
the underlying attitudes and principles of care giving - any intervention may have 
negative effects if it is applied in an impersonal and controlling way. Unfortunately 
this often appears to be the case and change is often difficult to introduce. In terms of 
best practice a number of writers have argued that dementia care in general needs to be 
made more psychotherapeutic (Cheston, 1998). More research in this area is certainly 
needed. Kitwood and Bredin (1992) argue that staff also need to feel valued and 
supported, if they are to support people with dementia.
As noted there exists a large amount of research on the experience of informal 
caregivers of people with dementia. There is evidence that rates of depression are 
higher in people caring for a family member with dementia than someone who is 
physically rather than cognitively impaired. Work with care givers is an important
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area in its own right, but a detailed discussion of this field is largely outside the scope 
of this paper. However when considering psychotherapeutic work with people with 
dementia two key considerations are very important to note. Firstly there is some 
evidence that interventions focused solely on the care giver may have beneficial 
effects for the person with dementia. This seems unsurprising when both care giver 
and patient are viewed as part of a system. Secondly the success of psychotherapeutic 
interventions with a person with dementia may well depend on the involvement of the 
person’s carers, formal or informal. It is important therefore that interventions have 
"face validity" and that support is also available for carers' needs. "The extent of the 
loss perceived by the care-giver must not be underestimated: interventions, even if 
effective, may be perceived as being peripheral to that loss" (Woods, 1996a, p.321).
There has been limited research on family therapy work with people with dementia 
reflecting limited work on family therapy with older people generally. Benbow, 
Mariott, Morley and Walsh (1993) in a study monitoring the utilisation of family 
therapy by families with a member with dementia concluded that family therapy may 
tend to be used more during periods of family crisis and that this may represent the 
role of family therapy as a preliminary to the acceptance of treatment. However they 
recognised that this may also reflect the expectations of those offering the service. 
Greene (1989, cited in Benbow et al., 1993) also noted that families of people with 
dementia tended to remain in therapy for relatively short periods. She suggested the 
function of therapy as mobilising the family system and facilitating more positive 
interdependence.
Evaluation of psychotherapeutic work
Within the NHS there is an increasing emphasis on the role of clinical governance in 
the development of services and in particular the use of evidence based practice. From 
an ethical point of view it is clearly important that interventions offered to this 
extremely vulnerable population represent best practice and are likely to have 
beneficial rather than negative effects. In an American article defining empirically 
supported therapies Chambless and Hollon (1998) distinguish between different types 
of empirical support: evidence of efficacy from clinical trials, research on
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effectiveness in clinical settings and cost-effectiveness research. Roth and Fonagy 
(1996) made a similar distinction between evidence of efficacy and clinical 
effectiveness. In these terms it can be seen that all of the psychotherapeutic 
approaches described above have a long way to go before effectiveness or clinical 
efficacy is supported by empirical research. However it is important to note the 
relative youth of this field and the fact that many more "mainstream" and established 
psychological therapies with general populations still lack this support.
At this time much psychotherapeutic work with people with dementia is still at a very 
early stage. What principles in lieu of a solid evidence base can therefore be used to 
inform the practitioner and evaluate the potential for these approaches? Guidelines 
such as those produced by the APA (1997) emphasising a hierarchy of different 
levels/types of evidence may be relevant.
Cheston (1998) emphasises the need for the development of appropriate 
methodologies for the evaluation of psychotherapeutic work with people with 
dementia. There are obviously considerable difficulties in evaluating these type of 
interventions, more general issues in evaluating the effectiveness of psychotherapy are 
compounded by the nature of dementia and by the fact that a deterioration would be 
expected over the course of the person's illness. Cheston (1998) cites the NHS 
Review of Psychotherapy Services (Department of Health, 1996) which recommended 
that new developments in clinical techniques should first be systematically described 
through published case studies or a series of single case experiments, to argue that this 
may be a more appropriate approach than attempting experimental controlled trials at 
this stage. Clarification of expected and realistic treatment benefits (Jones, 1995) and 
the development and use of more appropriate measures for evaluating interventions is 
also clearly important.
Conclusion
The is great potential for psychotherapeutic work with people with dementia, given the 
lack of such work in the past and recent developments in this field. Improvements in 
the detection and diagnosis of dementia mean that there is potentially a longer period
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during which talking therapies may be useful. However there is very little evidence as 
yet for the effectiveness of psychotherapeutic interventions, although this is perhaps 
not surprising, given the newness of the field and the difficulties inherent in outcome 
evaluation. There is a great need for recent innovations in clinical work to be matched 
with innovations in research in this area, to establish which forms of intervention are 
most effective.
Clearly different approaches would appear more suitable for people at different stages 
of dementia and more research is needed on identifying and meeting the needs of 
people who are moderately and more severely impaired. Yale (1995) has proposed that 
ideally a whole range of services appropriate for people with different levels of 
dementia and needs should be available, however this is very far from the reality of 
most services at present.
BPS guidelines (1994) for services for people with dementia emphasise the 
importance of working strategically. This is an important issue given the very limited 
numbers of clinical psychologists working with older people and the difficulties in 
recruiting in this area. Staff and carers will spend more time with the person than the 
therapist is ever able to do, also given the deteriorating nature of the condition support 
from those closest to the person with dementia will be necessary in order to maintain 
any gains. Therefore it is of great importance that particular interventions are planned 
and implemented within a comprehensive individualised care plan approach (Woods, 
1999). There has been a promising beginning, but further work, and in particular 
research, into the most effective ways of providing psychotherapeutic interventions for 
people with dementia, both directly and indirectly through work with carers is urgently 
needed.
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Introduction
Traumatic Brain Injury (TBI) involves damage to the brain caused by external force 
(e.g. a blow or rapid acceleration/deceleration) and secondary damage which may 
occur as a result of systemic complications (e.g. decreased oxygen supply or 
intracerebral bleeding) (Medical Disability Working Party Report on the Management 
of Traumatic Brain Injury, 1988). Immediate consequences of brain injuries include 
coma and post-traumatic amnesia (FTA). Disabilities resulting from TBI are frequently 
divided into three categories: physical, cognitive and behavioural/emotional (Brooks, 
McKinlay & Symington,1987, cited in Leathem, Heath & Woolley, 1996) although 
these difficulties are obviously likely to interact.
Research indicates that it is the behavioural/emotional sequelae of brain injury which 
concern carers most (Livingston, Brooks & Bond, 1985). Frequently occurring 
behavioural and emotional difficulties include impaired social perception and 
decreased awareness; egocentricity; impulsivity and problems in goal setting or 
motivation, anxiety and depression and increased irritability (Lezak; 1986). Cognitive 
difficulties are also reported as concerning people with brain injuries and their carers 
and frequently include memory problems, reduced speed of information processing, 
difficulties with complex problem solving and lack of awareness of difficulties 
(Leathem et al., 1996).
There has been increasing interest in the experience of people caring for a family 
member with TBI (Kay & Cavallo, 1994). Community care policies have focused 
more attention on carers in general. Recognition of the major role which family 
members play in supporting people with TBI has also increased. Specific data on the 
number of family carers is limited,, however it appears that the majority of people with 
moderate or severe TBI will return home on discharge from hospital to live with their 
families in the long term (Liss & Wilier, 1990, cited in Smith & Godfrey, 1995). 
Relatives may often provide the only ongoing support for those who have sustained 
moderate or severe TBI (Kozloff, 1987). Developments in rehabilitation have 
increasingly emphasised the importance of family carers being involved in the 
rehabilitation process in order to promote the best outcome for the individual with
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TBI. Research on the experience of relatives caring for people with TBI has 
consistently produced evidence of short and long term difficulties for significant 
numbers of these carers (Kreutzer, Marwitz & Kepler,1992), indicating that support 
for carers in their own right is a legitimate focus for psychological intervention. Three 
different types of models for understanding stress among these family carers and their 
influence on interventions will be discussed. Transactional models of stress; stage 
models of adjustment to TBI and systemic models have been chosen as the focus of 
this paper because they represent the three types of model most frequently referred to 
in the literature.
Research on stress in carers
Early research on stress in carers of people with TBI (e.g. Panton & Merry, 1972) 
tended to be based on qualitative reports indicating that many carers reported 
subjective distress. Later studies have used cross-sectional methodologies and 
regression analyses to attempt to examine associations between multiple variables and 
carers’ scores on measures of anxiety, depression and levels of perceived "burden" 
(e.g. Marsh, Kersel, Havill & Sleigh, 1998a,b). There have also been a number of 
longitudinal studies (e.g. Hall et al., 1994). Overwhelmingly this research has focused 
on the experience of one carer, typically the spouse or parent of the person with TBI 
(Perlesz, Kinsella & Crowe, 1999).
Many studies have indicated that substantial numbers of primary care-givers report 
significant levels of anxiety and distress and '"burden” (Kreutzer et al., 1992). 
Longitudinal research suggests that these difficulties may persist over time (Brooks et 
al., 1987). However these studies also indicate that many carers do not meet 
“caseness” levels of distress on the measures used (Perlesz et al., 1999). Research 
focusing on relationship breakdown indicates significant levels of separation and 
divorce where one partner has experienced TBI (Wood &Yurdakul, 1997). Where 
relationships have continued, changes in the nature of the relationship and in levels of 
satisfaction with the relationship are reported (e.g. Gosling & Oddy, 1999).
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While most of the research implicitly subscribes to a stress/ coping theoretical 
framework it is seldom expressed explicitly. This represents a weakness in the 
literature, as it is often unclear which stress model researchers are using and makes 
comparisons between studies problematic. In addition, the focus of so many studies 
on stress and burden in relatives, has meant that investigation of adaptive coping and 
positive outcomes have been largely neglected (Perlesz et al., 1999). Such omissions 
limit the usefulness of the research for clinicians attempting to reduce stress in carers 
and encourage adaptive coping. The usefulness of the concept of “psychosocial 
burden” for example, although extensively researched, is limited. Burden will not be 
discussed in detail as it represents one description of negative outcomes which can be 
more usefully viewed within transactional models of stress.
Transactional models of stress
More complex and potentially more useful conceptualisations of the stress process are 
possible using transactional models of stress. These type of models were developed 
by Lazarus and Folkman (1978). This approach has superseded earlier more simplistic 
conceptualisations of stress (Cassidy, 1999). Transactional models view stress as 
resulting from continuous interactions and adjustments between the person and their 
environment and emphasise the dynamic nature of the stress process. Factors such as 
appraisal and coping play a key role in determining individual outcomes.
"Stress... can only be sensibly defined as a perceptual phenomenon arising 
from a comparison between the demand on the person and his ability to cope. An 
imbalance in this mechanism, when coping is important, gives rise to the experience o f  
stress and the stress response. The latter represent attempts at coping with the source 
o f stress. Coping is both psychological (involving cognitive and behavioural 
strategies) and physiological. I f  normal coping is ineffective, stress is prolonged and 
abnormal responses may occur. The occurrence o f these, and prolonged exposure to 
stress per se, may give rise to functional and structural damage. The progress o f  these 
events is subject to great individual variation" (Cox; 1978; p.25)
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Transactional models emphasise the individual’s perceptions as determining whether a 
situation is appraised as stressful and coping resources as adequate or inadequate.
This is supported by research showing that carers subjective ratings of problems 
associated with caring for a relative with TBI may have more power in predicting 
outcomes than many "objective" factors (Knight, Devereux & Godfrey, 1998) .
Factors which lead to stressful appraisals include personal factors such as self esteem 
(Cohen & Lazarus, 1983) motivation i.e. the importance of a threatened goal and the 
person’s belief system; situational factors include level of demand; timing; ambiguity; 
desirability and controllability (Sarafino, 1990).
Explicit application of a transactional model to understanding care givers’ stress is 
lacking in the TBI literature. Godfrey, Knight and Partridge (1996) have used a 
transactional approach to conceptualise adjustment to TBI for the individual who 
sustained the injury (see Appendix 1). Whilst the general nature of this model means 
that it could also be applied to carers, it provides little understanding of the specific 
stresses carers face. Pearlin, Mullan, Semple, and Skaffs (1990) model of care-giver 
stress will be discussed here. Although this model was developed to explain the 
experience of stress in those caring for people with dementia, it can be usefully 
applied to caregiving for people with brain injury.
A conceptual model of caregiver’s stress (Pearlin et ai., 1990)
The model proposed by Pearlin et al. (1990) (Figure 2 shown on page 106) specifies in 
greater detail the types of variables involved in the stress process and the complex 
interactive nature of relationships between them. Pearlin et al. make a useful 
distinction between primary and secondary stressors, arguing that "serious stressors, 
especially those that are chronic, generate other stressors. We conceive of the 
demands of caregiving as encompassing primary stressors that in turn lead to other 
problems and hardships, which we refer to as secondary" (Pearlin et al., 1990; p.587).
Primary stressors include "objective" indicators relating to the behaviour and 
functional capabilities of the impaired relative such as ’daily dependencies, 
problematic behaviours and cognitive impairment’. Two additional stressors based on
104
the caregivers subjective experience are also included as primary stressors "overload" 
or burnout felt by carers and "relational deprivation" a term which is used to describe 
loss of the exchange of intimacy with the person who is cared for and the loss of goals 
and social activities which were once shared with the person who is cared for (Pearlin 
et al., 1990). Both of these factors have also been identified within the research 
literature on stress in carers of people with TBI (Douglas & Spellacy, 1996; Lezak, 
1986; Gosling & Oddy, 1999; Leathem et al., 1996).
The duration of these primary stressors over time is hypothesised to produce 
secondary stressors - role strains and intra-psychic strains. Secondary role strains 
occur in relationships and activities outside the caring relationship and include family 
conflict, conflict between work and caregiving, financial problems and constriction of 
social life. Again there is some support for these factors, in particular financial 
problems and constriction of social life, within the TBI literature (Leathem et al.,
1996; Hall et al., 1994; Marsh et al., 1998b). Secondary intra-psychic strains represent 
the effects on the carer’s self-concept particularly in terms of self-esteem and mastery. 
It is hypothesised that these changes leave the carer vulnerable to outcomes such as 
depression.
Pearlin’s model captures the chronic nature of stress in caring for a relative with TBI. 
"It treats stress not as stemming from a happening or from a circumscribed problem, 
but, rather from the way caregiver’s lives become organized and the effects of this 
organization on their self-judgements" (Pearlin et al., 1990, p.589). It also identifies 
specific sources of stress. These are derived from research in a different literature - 
caring for relatives with Alzheimer’s Disease and there are important differences 
between these two groups (e.g. abrupt onset in the case of TBI and improvement and 
plateauing in terms of function, rather than progressive decline). However there is 
evidence that some of these sources of stress may be present for carers of people with 
TBI. Pearlin’s model also has advantages in that it explicitly includes background and 
context factors and recognises that there may be some perceived gain from caregiving 
despite other negative outcomes.
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Figure 2: A conceptual model of caregiver’s stress -  Pearlin et al. (1990)
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Criticisms can be made of the model in that many relationships between variables are 
likely to be bi-directional with outcomes feeding back to affect mediating factors such 
as coping and social support. There are many potential points for intervention, but 
there is no clear idea of the relative importance of the many variables. Also the model 
focuses on the process of stress and coping at the level of the individual carer, rather 
than at the level of the family as a system. In terms of implications for approaches to 
supporting carers this model suggests that it is possible to intervene at a number of 
different points in the process, depending on the individual formulation, e.g. by 
changing appraisal of behaviours, by increasing/improving coping skills, by increasing 
buffering/ protective factors such as social support.
Implications of transactional models for interventions 
Reducing stressors
The most obvious type of intervention is to reduce the number and severity of 
stressors. These are specified in detail within Pearlin’s model. This might include 
attempts to “objectively” reduce stressors e.g. implementing a behavioural programme 
to reduce the frequency of a problematic behaviour. However according to a 
transactional model changing the carer’s appraisal would still be the key factor, so for 
example an intervention might significantly reduce the frequency of a behaviour, but if 
this is still perceived by the carer as a major problem this may not affect the carer’s 
experience of stress. An alternative approach might be to attempt to change the carer’s 
appraisals of stressors directly e.g. through information giving or CBT type 
interventions (Oddy, 1993; Singer et al., 1994).
Increasing adaptive coping
A complementary approach might involve increasing the carers’ coping skills. Smith 
and Knight (1995) provide details of a family support programme utilising a variety of 
different methods within a broadly cognitive behavioural frame work. This included 
reinforcing family members' use of adaptive coping strategies, use of normalisation, 
reassurance and assisting families to form realistic expectations. While this is a rare 
example of a detailed and practical programme and appears a usefiil resource for
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rehabilitation professionals, evidence of its effectiveness limited. Results reported by 
Smith and Knight (1995) appear promising but are limited by methodological 
difficulties such as the use of a small sample size. A variety of components were used 
in the programme, tailored to individual families' needs, including relationship 
counselling for partners and behavioural exchange and communication skills training 
to address lack of reciprocity in relationships, behavioural management training and a 
long term case management approach. Whilst this type of multi-component 
intervention is appropriate within a transactional conceptualisation of stress, in terms 
of evaluation it is unclear which elements were effective. Singer et al. (1994) report 
reductions in depression and anxiety symptoms in parents of children with TBI 
participating in a psycho-educational stress-management programme emphasising 
coping skills in comparison with parents in an informational support group. Again 
early results appear promising, but methodological problems due to small sample sizes 
mean that further evaluation is needed.
Increasing social support
Increasing perceived social support (in this case from rehabilitation services) may be 
the means by which a number of different types of intervention actually work. Models 
of stress and coping emphasise social support as a vital mediator in stress outcomes. 
The research also indicates that people with TBI and their families are at risk of 
becoming increasingly isolated (Kozloff, 1988) and that level of social support may 
partly predict depression in carers (Spellacy, 2000). However there has been very 
little research on the effectiveness of formal interventions designed to maintain or 
enhance social support. Organisations such as Headway in the UK provide groups 
where carers can meet with each other, however there has been little evaluation of the 
effectiveness of such support groups.
Stage models of adjustment to traumatic brain injury
Application of stage theories of adjustment to explain the response of family members 
to caring for a relative with TBI represents an alternative way of understanding stress 
in carers. Stage theories of adjustment, originally derived from work on bereavement, 
have been specifically applied to relatives' response to brain injury in a family member
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by a number of authors (Lezak, 1986; Douglas, 1990, cited in Ponsford, 1995). 
Probably the most well known stage model in the field of TBI is that of Lezak (1986). 
Based on her clinical experience she conceptualised the process of the family’s 
response to TBI in terms of six different reaction patterns or stages comprising 
different perceptions, expectations and reactions to the family member with TBI 
(shown in detail in Table 1 below).
Table 1: Stages in the evolution o f family reactions to a brain damaged member (from 
Lezak, 1986).
Family ReactionStage
I
II
III
IV
V
VI
Time Since Perception of Expectation 
Hospitalization Patient
0-1 to 3 months A little difficult Full recovery by Happy
1-3 months to 6- 
9 months
because of 
(fatigue, 
inactivity, 
weakness, etc.)
Not co­
operating, not 
motivated, self- 
centred
6-9 months to 9- Irresponsible, 
24 months; can self-centred.
continue
indefinitely
9 months or 
later; can 
continue 
indefinitely
15 months or 
later, usually 
time limited
A different, 
difficult 
childlike person
A difficult
childlike
dependent
18 to 24 months A difficult
or later childlike
dependent
one year
Full recovery if 
he'll try harder
Bewildered,
anxious
Independence, if Discouraged, 
know how to guilty, depressed,
irritable, lazy help him
Little or no 
change
Little or no 
change
Little or no 
change
going crazy
Depressed,
despairing,
"trapped"
Mourning
Reorganization -  
emotionally if not 
physically 
disengaged
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Lezak proposed that "Psychological counselling will not protect family members from 
the pain that marks these stages. However, psychologists who understand how head 
injury disrupts families can help them work through these stages more rapidly and with 
less distress than they might without such help" (Lezak, 1986, p.244.). She argued 
that the problems that occur at each stage required different kinds of psychological 
intervention.
A similar stage model of adjustment has been proposed by Douglas (1990, cited in 
Ponsford, 1995) comprising five stages: shock and expectancy which typically occur 
while the patient is hospitalised and reality, mourning and adjustment which occur 
when the patient has returned home.
This type of model provides guidance on the timing and type of interventions which 
may be useful to family members and emphasises that the role of the clinician may 
change. However a number of important criticisms can be made of stage models of 
adjustment. This type of model does not adequately explain individual differences in 
coping or why some families get "stuck" at particular stages and not others. In 
addition criticisms have been made of the linear and developmental implications of 
this model. Although it is worth noting that Lezak argues that families do not 
necessarily pass through the stages in sequence, much of the heuristic value of the 
model is lost if this is the case. Rape, Busch and Slavin (1992) noted these conceptual 
problems and the lack of empirical validation for the hypothesised stages and argued 
that integration of a family systems perspective into stage theories was necessary to 
solve these problems. Johnson and McGowan (1997) have taken a similar view 
arguing that issues may need to be renegotiated, not necessarily completed once and 
for all, and that than non-linear models of change are therefore more accurate and 
useful.
Implications of stage models for interventions 
Information giving and educational interventions
Lezak recognised the importance of family members' perceptions of the brain injured 
person and their expectations and beliefs regarding recovery and the permanence of
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changes in determining their response to the situation. Her point that families 
member's perceptions and understanding of the situation are likely to be very different 
to those of rehabilitation professionals has important implications for providing 
information. Lezak argues that firstly family members may interpret information 
which is given within a different frame of reference from the professional that 
provides the information e.g. the term "recovery" which clinicians may use to describe 
"improvement" , but which family member's may equate with "return to normal". It is 
therefore important to establish an agreed vocabulary with family members and to 
check their understanding of information which has been given. Secondly Lezak 
argues that the type of information given to the family depends on the stage of 
adjustment the family has reached (Lezak, 1986).
Johnson and McGowan (1995) emphasise the importance of giving family members 
limited information to increase sense of control during the period when the patient is 
in hospital whilst emphasising that accurate predictions about future outcomes are not 
possible. However in many services the rehabilitation professionals do not necessarily 
have contact with the family during the acute stage. When considering the timing and 
type of information to be given the relative advantages and disadvantages of preparing 
families versus producing self-fulfilling prophecies need to be considered. Smith and 
Godfrey (1995) emphasise the importance of personalising information given and 
using an interactive rather than didactic format for educational sessions.
Systemic models
In order to conceptualise the impact of caring for some one with TBI on the family as 
a whole rather than concentrating solely on the effects on one care giver, some authors 
have applied systemic models from family therapy to understanding stress in carers 
(Kay & Gavallo, 1994; Maitz & Sachs, 1995; Johnson & McGowan, 1997; Muir, 
Rosenthal & Diehl, 1990 and Kosciulek, McGubbin & McGubbin, 1993).
Systemic therapy is an “umbrella term” encompassing many different approaches, 
however the basic ideas of systemic therapy can be summarised. The family is viewed 
as a system in which all of the members are connected to each other (Muir et al..
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1990). The system is organised in terms of structure, operational rules, roles and 
communication patterns which develop over the life cycle of the family and can be 
described (Maitz & Sachs, 1995). Although family systems may be described in terms 
of various dimensions, each is unique (Muir et al., 1990; Leaf, 1993). This 
organization enables the family to accomplish tasks that meet the needs of the 
individual family members and the needs of the family as a whole. The family is a 
dynamic system and is always changing in response to the behaviour of individual 
family members and events in the outside world (Maitz & Sachs, 1995). The family 
also changes and develops over time in accordance with a relatively predictable family 
life cycle involving key transitions (e.g. children leaving home) (Maitz & Sachs, 1995; 
Leaf, 1993). Despite the dynamic changing nature of the family system its 
organisation allows it to establish some kind of equilibrium.
Because of the nature of the family system, a significant change in the behaviour of 
one family member ( such as cognitive and behavioural changes following TBI) 
produces changes for all the members of the system. While some events result in 
changes of individual parameters in a continuous manner (described as first order 
changes) other events produce changes in the way that the entire system functions 
(second order changes) (Muir et al., 1990). Many changes which may occur as a result 
of a family member sustaining a TBI can be viewed as second order changes.
Systemic ideas are clearly relevant to trying to understand and explain the changes 
which occur in families following TBI. From this orientation problems are not located 
with one family member but are seen as a breakdown in the successful operation of the 
family system as a whole (Maitz & Sachs, 1995). Treatment goals are therefore based 
on the needs of the family as a whole. The primary goal for the family after TBI 
identified by Maitz and Sachs (1995) is to re-establish workable family structure.
Systemic approaches are useful in understanding the stress experienced by care-givers 
as they provide ways of conceptualising stress processes at a family level rather than 
focusing exclusively on individual carers. By applying models which have been 
devised specifically to understand how families cope with change they are able to
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capture some of the complexity of the changes which occur as a result of TBI and 
provide guidance as to what types of interventions may be useful. Some particularly 
useful ideas from systemic thinking are around role change and role overload, (e.g. 
Maitz & Sachs, 1995; Muir et al., 1990). The emphasis on uniqueness is also useful: 
the meaning of the brain injury is defined by each system and interventions must also 
fit each system (Muir et al., 1990). Systemic models also provide a framework for 
conceptualising the relationship between the family and the rehabilitation team - as 
two different interacting systems- which may be used to understand and address 
problems that arise between them. Such difficulties have been noted by a number of 
authors (e.g. McLaughlin & Carey, 1993).
However systemic approaches have a number of disadvantages. This approach 
represents a very different way of viewing problems which may well be unfamiliar to 
professionals and families alike. Proponents of systemic approaches emphasise the 
importance of therapists using this approach having expertise in both systemic family 
therapy and neuropsychology, but recognise that this particular combination of skills is 
rare (Johnson & McGowan, 1997). There is limited empirical support for this type of 
approach, reflecting the situation in systemic therapies in general. However Koscuilek 
(1997; 1999) has attempted to examine the evidence for some aspects of systemic 
models. Some difficulties in measuring outcomes may also be overcome by the use of 
improved family assessment measures (Sander & Kreutzer, 1999).
The resiliency model of family stress, adjustment and adaptation (McGubbin & 
McGubbin ,1991; Kosciulek, McGubbin & McGubbin, 1993)
The resiliency model of family stress, adjustment and adaptation (McGubbin & 
McGubbin, 1991; Kosciulek, McGubbin & McGubbin, 1993) is one of the more 
detailed examples of a specific stress and coping model based on a family systems 
approach to describe and explain a family’s response to and recovery from head 
injury. The resiliency model identifies two phases: adjustment and adaptation. 
Adjustment can be understood as a process comprising attempts to make first order 
changes in order to deal with the stress imposed by head injury. Outcomes of family 
adjustment vary along a continuum of “bonadjustment” to maladjustment. However
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given the substantial stressors involved Kosciulek et al. argue that “families dealing 
with the chronic hardships of head injury are not likely to achieve stability without 
making substantial changes in family roles, priorities and rules “ (i.e. second order 
changes). In this situation where there is a demand-capability imbalance, family crisis 
is likely to occur, this “denotes family disorganisation and a demand for basic changes 
in the family patterns of functioning in order to restore order and a sense of 
coherence”. This leads to the adaptation phase [depicted below: Figure 3]. According 
to this model the level of adaptation is determined by multiple interactions between the 
demands placed on the family by brain injury and family functioning over time.
DEMANDS over time PROCESS over time OUTCOME
FAMILY CRISIS 
SITUATION "  
{HEAD INJURY)
t
PILE-UP:
STRESSORS
STRAINS
TRANSITIONS
FAMILY SCHEMA & MEANING
SITUATIONAL APPRAISAL
BONADAPTATION
A
FAMILY TYPE
PROBLEM-SOLVING FAMILY 
& COPING — ^  ADAPTATION
FAMILY RESOURCES
SOCIAL SUPPORT
MALAOAPTATION
Figure 3: The resiliencv model of familv stress, adjustment and adaptation fMcGubbin 
& McGubbin .1991: Kosciulek. McGubbin & McGubbin. 1993)
“The level o f family adaptation in response to a crisis situation is determined by the 
pile-up o f demands on or in the family system created by the crisis situation, life cycle 
changes [normative transitions], and unresolved strains; interacting with the fam ily’s
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level o f regenerativity determined in part by the concurrent pile up o f stressors, 
transitions and strains; interacting with the family typology [the pattern of behaviour 
that explain how the family typically operates]; interacting with the fam ily’s strengths; 
interacting with the fam ily’s appraisal o f  the situation (i.e. meaning attached to the 
situation) and the fam ily’s schema (i.e. world view); interacting with support from  
friends and the community (i.e. social support); interacting with the fam ily’s problem 
solving and coping responses to the total family situation ” (Kosciulek, McGubbin & 
McGubbin, 1993, p.42.)
This model recognises that stressors and strains may “pile up” or accumulate over 
time, a similar idea to that expressed by Pearlin et al. (1990) at the level of the 
individual carer. This “pile up” may include demands unrelated to the head injury as 
well as consequences of previous family coping strategies. The model also 
emphasises importance of the family maintaining relationships with the community 
and describes how good adjustment and maladjustment are conceptualised. The 
emphasis on understanding which family types may be effective in coping with these 
types of stresses is also useful. Gavallo, Kay and Ezrachi (1992) identify a conceptual 
shift in recent research away from generalizing about families responses to traumatic 
brain injury and towards investigating how families differ in their responses. They 
argue that "A better understanding of how families differ in their reactions to 
traumatic brain injury can lay the groundwork for more sophisticated family 
interventions"(p. 328).
An obvious criticism of this model is that its very complexity may limit its usefulness.
It has been noted that the complexity of some theoretical systemic models can present 
difficulties for translating them into clinical treatments (Maitz & Sachs, 1995). An 
assessment based on this model would need to be very comprehensive and there might 
be multiple points at which intervention was possible. There is also an implication 
that although adaptation is a long term process, once it has been achieved has been 
accomplished, whereas the family is likely to have to continue to adjust and adapt.
Some of the most useful ideas from systemic thinking are oscillation models 
(Williams, 1991, cited in Johnson & McGowan, 1997) which emphasise that
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adjustment and adaptation to TBI do not occur in a linear fashion, but that difficulties 
around such issues may reoccur at particular transitions in the family’s life cycle.
Systemic intervention approaches 
Levels of family intervention
Most authors who have made detailed recommendations for interventions on the basis 
of systemic models have proposed a number of different levels at which intervention 
might be appropriate (Muir et al., 1990; Kay & Cavallo, 1994; Maitz & Sachs, 1995). 
Application of the PLISSIT model, involving four increasingly intensive levels of 
intervention: Permission, Limited Information; Specific Suggestions and Intensive 
Therapy, is one useful way in which different interventions from the rehabilitation 
team have been conceptualised (Muir et al., 1990; Johnson & McGowan, 1997).
While all families may benefit from interventions such as support, education and 
problem-solving, formal therapy will only be appropriate for some families (Kay & 
Gavallo; 1994).
Family therapy
Family therapy with families of people with TBI represents a particularly specialist 
type of intervention and may be indicated for families that have had significant 
difficulties in functioning before and after the injury (Kay & Gavallo; 1994; Muir et 
al., 1990). Considerable clinical expertise is likely to be needed in making decisions 
about the family member with TBI’s ability to participate and offering this type of 
intervention to families who may well see the problem as located with the individual 
with TBI rather than the functioning of the family system. As with other types of 
intervention, there is unfortunately very little outcome evidence on the effectiveness of 
these types of approaches. Johnson and McGowan, (1997) provide a number of 
clinical case studies. Perlesz and O’Loughlan (1998) report one of the only follow up 
studies, describing decreases in distress for family members with TBI and their carers, 
reductions in family conflict and increased family cohesion and adjustment at 24 
month follow up in comparison with pre-therapy levels. However after initial 
improvements, levels of anger and marital adjustment worsened during the later part of 
the study, returning to pre-intervention levels so overall outcomes on the measures
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used were mixed. There is a considerable need for more rigorous, controlled, 
longitudinal studies to examine the effectiveness of family therapy with this population 
(Perlesz & O’Loughlan, 1998).
Conclusion
A number of different models for understanding stress in the carers of people with 
TBI have been discussed. All of these models have short comings, in particular, a lack 
of research evidence from studies designed to test the models, and lack of evidence for 
the interventions they propose. However as they represent attempts to move beyond 
description to explain complex processes in a relatively new area of clinical interest 
this is not surprising. In their review paper, Perlesz, Kinsella and Crowe (1999) 
propose that theoretical frameworks should include: 1. Attention to all family 
members, not just the person with the injury and their primary care-giver; 2. A 
comprehensive stress-appraisal-coping paradigm; 3. Scope for understanding both 
positive adaptation to stress as well as maladaption; 4. A longitudinal perspective of 
pile up stressors; 5. An understanding of tasks facing families after TBI; 6. A thorough 
analysis of family coping behaviour (Perlesz et al., 1999, p.25). Given the current 
stage of theory and research in this area, the development of a sufficiently detailed and 
comprehensive evidence based model which meets these criteria is some way off, 
however the transactional and systemic models discussed above perhaps represent the 
best available at present.
Some common implications for interventions can be drawn from these models. Firstly 
an appreciation of the understanding which the family as a whole and family members 
as individuals have of what has happened and is happening is vital to working with 
families in attempt to alleviate stress. This is particularly important as the meaning 
attached to behaviours, changes and roles is likely to be different within and between 
families and between families and the professionals working with them. All three 
models emphasise the importance of providing appropriate information and clarifying 
and reiterating this information as necessary. The models also emphasise the 
importance of interventions to increase / develop carers adaptive coping methods and 
coping resources.
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All models emphasise the long term nature of both the difficulties and adjustment to 
these difficulties, implying that long term opportunities for input are needed; this 
seems supported by research. Whilst it is implied that early intervention may be 
helpful in preventing problems, there is insufficient information on how families at 
risk of negative outcomes can be identified and helped.
Many authors have noted the considerable gap between the type of support and 
interventions that have been proposed as potentially useful to the carers of people with 
TBI and the reality of service provision. More research is therefore needed to provide 
specific detail about the types of intervention that are most likely to be helpful and 
evidence for the effectiveness of these interventions.
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Appendix 1 The stress-appraisal-coping model of emotional adjustment to TBI 
(Godfrey, Knight And Partridge (1996)
STRESSORS
APPRAISAL COPING SOCIALSUPPORT
STRESS RESPONSE
ADJUSTMENT
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This model (shown overleaf: Figure 1) applies a transactional framework to delineate 
three types of factors influencing emotional adjustment to TBI. The model was 
developed to describe the experience of individuals with TBI, however its general 
nature means than it can also be usefully applied to describe the experience of carers. 
Stressors represent "the demands placed on individuals in their everyday lives".
Carers are likely to experience many different types of stressors this might include 
demands in work, family and social relationship domains such as tasks and roles they 
are required to perform which were previously the responsibility of the person with 
TBI, or new demands which have arisen as a result of changes in the behaviour of the 
person with TBI such as irritability or memory problems. In addition the carer will 
also have to cope with "normal" stressors which have nothing to do with TBI.
Stress response represents the adverse psychological reaction to the demands placed 
on the carer, and include responses such as depression, anxiety or low self esteem. 
Within this model the mediating variables of appraisal, coping and social support are 
hypothesised to influence the severity of the stress response by modifying the impact 
of stressors.
The very general nature of this model provides a useful framework for guiding 
assessment to produce a formulation tailored to each individual case. Assessment 
should focus on identifying the individuals current use of coping skills, cognitive 
appraisal and social support. From the literature on carer’s responses to caring for a 
relative with TBI, there is definite evidence to support the importance of subjective 
appraisal mediating stress outcomes. Evidence for the mediating role of social support 
is rather more equivocal, some studies have found evidence of social support playing 
such a role while others have not found evidence for this relationship. There is some 
evidence on coping responses which suggest that problem focused coping may be 
more effective than emotion focused coping however this may depend on the way in 
which these types of coping have been defined and more research is definitely needed, 
particularly relating to effective coping strategies.
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The model has a number of disadvantages and its general nature which is one of its 
strengths is also a weakness. There is limited information as to the way in which the 
variables interact, and it would appear that many of the relationships are interactive 
rather than unidirectional, for example a carer’s stress response may result in low self 
esteem and depression which may then influence their appraisal of stressors as more 
threatening and alter their appraisals of their ability to cope or cause them to withdraw 
from sources of social support.
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CLINICAL DOSSIER
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INTRODUCTION TO THE CLINICAL DOSSIER
This dossier represents clinical experience whilst studying for the Doctorate of 
Psychology (PSCYH.D) in Clinical Psychology. Each of the four core placements 
(Adult Mental Health; People with Learning Disabilities; Children, Adolescents and 
Families: Older Adults) together with the specialist placements in Neuropsychology 
and Family Therapy are summarised in the following pages. In addition to these 
summaries, overviews of the five case reports carried out in the first five placements 
are included. The case reports are intended to reflect a range of clinical work and 
client groups. All client names and identifiers have been changed to preserve 
confidentiality. Placement contract, evaluation forms, log books, examples of 
correspondence and the full version of the case reports can be found in the second, 
confidential volume of this portfolio.
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AN OVERVIEW OF CLINICAL EXPERIENCE DURING 
TRAINING
Adult Mental Health 
People with Learning Disabilities 
Children, Adolescents and Families 
Neuropsychology 
Older Adults 
Family Therapy
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Adult Mental Health Placement -  Summary
Dates: October 1997 -  April 1998
Supervisor: Angela Devon
Trust: Surrey Heartlands NHS Trust
Base: Tylney House, Leatherhead, Surrey, KT22 8AB
Settings: Community mental heath team base and psychiatric rehabilitation service.
Presenting Problems: Social anxiety, panic attacks, social phobia, agoraphobia, 
depression, alcohol abuse, bereavement, learning disabilities assessment, phobia of 
driving, severe short term memory problems.
Assessment Procedures: Assessment interviews with clients/relatives/staff. Beck 
Depression Inventory, Hospital Anxiety and Depression Scale, WAIS-R, State Trait 
Anxiety Inventory.
Interventions/Clinical Skills: Cognitive-behavioural, behavioural, psychodynamic, 
and bereavement models were used in interventions with clients. The author carried 
out an assessment of one client in the Psychiatric Rehabilitation Service under 
supervision.
Other Experience:
• Presentation to members of CMHT on CBT with psychotic symptoms.
• Direct observation of CPN and social worker’s work with clients with longer term 
mental health problems.
• Visits to acute wards and day services for people with longer term mental health 
problems.
• Participated in CMHT referral and business meetings.
• Observed Clinical Psychologist specialising in neuropsychology performing two 
neuropsychological assessments.
• Spent a day at a residential centre for people with alcohol problems
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• People with Learning Disabilities Placement -  Summary
Dates: April 1998 -  October 1998 
Supervisor: Ewa Rula
Trust: Kingston and District Community NHS Trust 
Base: Richmond Community Healthcare Hamlet, Richmond 
Settings: Community health centres, residential homes, day centres.
Presenting Problems: Assessment of possible dementia in client with Down’s 
syndrome, limited assertiveness skills, loss and bereavement, challenging behaviour.
Assessment Procedures: Assessment interviews with clients, staff and relatives, 
Evenhuis Dementia questionnaire, Vineland Adaptive Behavioural Scales, WAIS-R, 
Rivermead Behavioural Test for Children, British Picture Vocabulary Scale, 
Assertiveness Inventory.
Interventions/Clinical Skills: Inventions based on psychodynamic formulations were 
used with one client and with another client’s parents. The author effectively used 
multi level assessment. Further long-term psychological input was planned with one 
family on the basis of assessment. An assertiveness group was set up and evaluated in 
conjunction with other professionals.
O ther Experience:
• Attended and presented clients’ cases at community Team Meetings.
• Visited day services, including meetings with managers of for background 
information for service related research.
• Joint home visits with Community Nurse and Speech and Language Therapist.
• Attended several clinical case discussion meetings held within the PLD 
Psychology Service. These meetings facilitated discussions of cases of people 
with a range of levels of learning disability with psychologists from different 
theoretical orientations.
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Children, Adolescents and Families Placement -  Summary
Dates: October 1998 -  April 1999
Supervisor: Lissa Morrish
Trust: Worthing Priority Healthcare NHS Trust
Base: Clinical Psychology Service, 16 Liverpool Gardens, Worthing BNl IRY 
Settings: Out-patient child and adolescent service.
Presenting Problems: Behavioural problems, attachment difficulties, eating 
problems. Obsessive Compulsive Disorder, Attention Deficit Hyperactivity Disorder, 
language difficulties, behavioural problems following parental bereavement.
Assessment Procedures: Assessment interviews with children/adolescents and 
families, WISCIII-UK, Leyton Obsessional Inventory.
Interventions/Clinical Skills: Interventions were based on behavioural models, in 
some cases with systemic or cognitive elements. Videotaping of sessions with the 
referred child and their family was used in supervision to hone interviewing and 
engagement skills, in particular to manage sessions with several family members. 
Clinical forum presentations on relevant topics, including parenting programmes, 
Tourette’s syndrome and models of interventions for eating disorders, enabled the 
Author to develop her specialist knowledge.
Other Experience:
• Working with Supervisor, helped to prepare and participated in work shop on 
emotional abuse.
• Attendance at case conference preparation meeting at inpatient child unit.
• Visits to local schools as part of case work; meeting with Special Educational 
Needs Co-ordinator at school.
• Observation of the work of the team’s family therapist.
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Neuropsychology Placement -  Summary
Dates: January 2000 -  June 2000 
Supervisor: Drew Alcott 
Trust:
Base: Unstead Park Rehabilitation Hospital and Woking Community Hospital 
Settings: Private rehabilitation hospital: specialist brain injury and physical disability 
units, NHS rehabilitation unit and sheltered accommodation in the community.
Presenting Problems: Persistent repetition, agitation, difficulties in managing anxiety, 
severe memory problems, blackouts, depression and adjustment following severe TBI.
Assessment Procedures: Assessment interviews with clients and staff, NAR, FAS, 
AMIPB, WAIS III, Token test. Tapping test. Trails Test, BADS, BIT, SCOLP, VOSP, 
TEA, BPVS.
Interventions/Clinical Skills: This placement offered the opportunity to integrate 
different fields, e.g. CBT from a neuropsychological perspective. Behavioural and 
CBT models were used as the basis for interventions with individuals who had 
experienced a variety of brain injuries. In supervision the Author also developed her 
ability to generate and implement hypothesis guided assessment. Through the 
placement it was possible to gain experience of working outside the NHS, e.g. it 
provided opportunities to observe the impact of private healthcare on clinical practice.
Other Experience:
• Attended Brain Injury Patients Day -  a special event for ex- and current patients at 
the unit. Talks by former patients on their experience of living with brain injury 
provided a longer term perspective.
• Observed clients interacting in social settings at the Brain Injury Group
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Older Adults Placement -  Summary
Dates: June 2000 -  December 2000 
Supervisor: Clare Crellin 
Trust: Mid Sussex NHS Trust
Base: Linwood CMHC, Butler Green Road, Haywards Heath.
Settings: Older Adults community mental health centre, primary care session each 
week in GP’s surgery, in-patient assessment ward and client’s home.
Presenting Problems: Adjustment to a series of losses, panic attacks, health anxiety, 
depression, difficulties coping with caring, adjustment to cognitive impairment, social 
anxiety, loneliness, assessment of cognitive impairments following operation.
Assessment Procedures: Assessment interviews with clients, HADS, BDI, 
Hammarberg’s Penn Inventory, Agoraphobic Cognitions Questionnaire, MBAMS, 
BHS, NART, WAIS-R.
Interventions/Clinical Skills: The Author participated in a pilot primary care service 
for older adults that necessitated working closely with GP practice staff, developing a 
clear understanding of appropriate at primary care level referrals and evaluating 
therapy outcomes. The Author arranged supervision by Clinical Neuropsychologist to 
continue developing her neuropsychology experience. This involved planning and 
implementing an assessment and providing verbal and written feedback to referring 
neurologist, the client and their family.
Other Experience:
• Presentation to multidisciplinary team on memory skills group.
• Planned elements of staff training programme
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Family Therapy Placement -  Summary
Dates: January 2001 -  June 2001 
Supervisor: Annette Lumsden 
Trust: Surrey Hampshire Borders
Base: Famham Road Hospital, Guildford, Surrey GU2 5LX 
Settings: Family therapy service.
Presenting Problems: Relationship difficulties in the context of: mental and physical 
health problems, unresolved grief, parenting problems, long term mental illness, OCD, 
violence: adjustment to divorce
Assessment Procedures: Assessment interviews with couples and families including 
scaling questions.
Interventions/Clinical Skills: Systemic models were used. The author took on key 
therapist role with live supervision from co-worker (members of the family therapy 
team). Also participated as co-worker and member of reflecting team. Sessions were 
video taped for review with supervisor.
Other Experience:
Participated in team away day on identifying and using appropriate outcome 
measures in Psychology Service
Organised and gave presentation on family therapy with people with neurological 
disorders
Involvement in team supervision on cases involving family violence
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A SUMMARY OF CASE REPORTS COMPLETED DURING 
TRAINING
Adult Mental Health 
People with Learning Disabilities 
Children, Adolescents and Families 
Neuropsychology 
Older Adults
136
Adult Mental Health Case Report:
Intervention with a fifty-five year old man experiencing an acute fear of driving
Reason for referral: The client was referred by his GP for psychological intervention 
addressing his acute fear of driving.
Assessment: Assessment consisted of two assessment interviews and use of Hospital 
Anxiety and Depression Scale.
Formulation: The client’s problems were formulated using a combination of 
behavioural and cognitive factors. The client acquired the phobia at a time when he 
was experiencing work stress. Onset of the phobia was associated with a specific fear 
inducing incident, his first experience of panic symptoms whilst driving. Following 
this incident when driving he interpreted bodily symptoms of anxiety resulting from 
work stress as indicating another panic attack where he would lose control of the 
vehicle. The client’s avoidance and safety behaviours appeared to be maintaining his 
anxiety
Intervention:Work with the client focused on both the anxiety around driving and the 
contributing work stress. Elements included an educational component, use of diary to 
monitor anxiety and negative thoughts and relaxation training. Graded exposure to 
feared driving situations was introduced, followed by a problem solving approach 
(Hawton & Kirk, 1989) to address issues underlying his stress at work.
Outcome/Evaluation:
There had been progress on graded exposure hierarchy. Subjective reports from client 
indicated increased confidence. However the client was unwilling to work on 
underlying assumptions which was felt necessary for further progress.
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People with Learning Disabilities Case Report:
Assessment of possible dementia in a forty-year old woman with Down’s
syndrome
Reason for referral: Client was referred by Manager of the group home where she 
lived following concerns that she was sometimes confused. As the client had Down 
Syndrome and was now 40 years old, an assessment to determine whether she was 
experiencing Alzheimer’s disease and the likely prognosis was requested.
Assessment: Information was gathered from multiple sources through interviews with 
the client and relevant staff working with her. The assessment aims were to 
investigate evidence for changes in functioning; to exclude physical health problems, 
sensory impairments or mental health problems and to provide a baseline assessment 
of the client’s cognitive and adaptive functioning. Assessment tools used included the 
WAIS-R; British Picture Vocabulary Scale (Long Form); The Rivermead Behavioural 
Memory Test for Children, The Vineland Adaptive Behaviour Scales and Evenhuis 
Dementia Questionnaire for Persons with Mental Retardation.
Formulation: Assessment results indicated particular difficulties in the area of 
memory and comprehension. WAIS-R results placed the client’s functioning in the 
moderate learning disabilities range. In the absence of a baseline it was not possible to 
conclude whether her performance represented a decline in functioning. There was 
evidence that the client had developed difficulties in terms of orientation in time and a 
slight deterioration in the client’s self -care skills was reported.
Intervention: Recommendations were made regarding continued monitoring of the 
client’s health and mood and memory strategies suggested.
Outcome/Evaluation:The assessment provided a baseline for re-testing in 12 months. 
It was arranged that the Psychology Service would be informed if there were any 
major changes in the client’s abilities during this period.
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Children, Adolescents and Families Case Report:
Intervention with a twelve year old boy experiencing obsessive-compulsive
disorder
Reason for referral: The client was a twelve-year-old boy with obsessive- 
compulsive disorder (OCD) and a history of depression symptoms referred by the 
Consultant Child Psychiatrist for assessment and psychological intervention
Assessment: Information as to the nature of the client’s obsessional thoughts, 
behavioural responses and associated anxiety was gathered through assessment 
interviews with the client and his parents and completion of the Leyton obsessional 
Inventory- Child Version. At the time of assessment the client’s presentation was 
somewhat atypical as obsessions appeared to dominate in his experience of the 
disorder. His current depression symptoms did not reach clinical significance.
Formulation: A largely behavioural model was used to formulate the maintenance of 
the disorder. At this time the client experienced mainly obsessions of harm and 
compulsions were confined to checking and seeking reassurance which reduced his 
anxiety temporarily. In addition to modelling anxiety and avoidance, the client’s 
parents appeared to be contributing to inadvertently maintaining his behaviour through 
avoidance learning by their provision of reassurance, while their response was 
maintained by negative reinforcement: as reassuring him reduced their anxiety.
Intervention: Intervention was based on exposure and response prevention (E/RP) 
and involved work with the client and his parents to devise and implement a hierarchy 
of goals and to change the parental response to reassurance seeking. Some cognitive 
self-statements were also developed with the client to help him cope with E/RP.
Outcome/Evaluation: After making some progress, new symptoms, in the form of 
contamination and checking obsessions and compulsions, emerged toward the end of 
treatment, the family was encouraged to continue further sessions
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Neuropsychology Case Report:
An adapted CBT intervention with a twenty-nine year old man with depression
following severe brain injury
Reason for referral: The client had sustained a severe traumatic brain injury (TBI) 
and was admitted to the Brain Injury Rehabilitation Unit to under go intensive 
cognitive and physical rehabilitation. He was referred for psychological assessment as 
his depressed mood was seen as impeding his rehabilitation progress.
Assessment: Information was gathered from assessment interviews, other therapists 
and existing records including neuropsychology assessment data to inform the 
therapist’s formulation of his current difficulties and decisions about suitable 
interventions. The Hospital Anxiety and Depression Scale was used to assess mood as 
it is less likely to be affected by physical health problems (Zigmond & Snaith, 1983).
Formulation: In this case there were a number of factors that placed the client at 
increased risk of depression. The client’s difficulties were formulated using Moore 
and Stambrook’s (1995) model of adjustment to TBI. Evidence from the client and 
the rehabilitation therapist’s suggested that his cognitive belief system was 
contributing to his current low mood and reluctance to engage in therapies.
Intervention: The intervention involved a number of components within a CBT 
approach adapted for work with people in difficult life circumstances and modified to 
take account of the difficulties posed by brain injury. Components included work on 
identifying and challenging negative thoughts, providing an opportunity for the client 
to discuss the losses he had sustained, liaison with other therapists and pleasant event 
scheduling
Outcome/Evaluation:
The intervention had only very limited success in improving mood and participation.
140
Older Adults Case Report:
Grief therapy incorporating cognitive interventions to enhance the skills of a 
sixty-nine year old woman in coping with a series of losses
Reason for referral: The client was referred to the psychology service by a CPN. In 
his opinion the series of major losses that the client had sustained over the past 3 years 
including the loss of her home, marriage and contact with daughter and two of her 
grandchildren had left her with ‘unresolved issues’.
Assessment: Assessment took place over three outpatient appointments, using a 
structured interview schedule developed within the Older Adults Psychology Service. 
Assessment also included the Hospital Anxiety and Depression Scale (HADS) and 
Beck Depression Inventory. Her scores on the BDI fell just above the cut off for mild/ 
moderate depression.
Formulation: The initial formulation suggested that the client was not depressed but 
was finding it difficult to ‘mourn’ the loss of important relationships. This was 
particularly due to the fact that she had lost contact with her daughter and 
grandchildren through a family feud and was uncertain whether the relationships had 
been permanently lost or whether she could do something to restore them.
Intervention: The intervention aimed to give the client an opportunity to express her 
feelings about what had happened, develop her skills in coping with the painful 
thoughts /feelings she experienced and in making a decision as to whether to contact 
her daughter.
Outcome/Evaluation:
After contacting her daughter, even though the relationship was not restored, the client 
reported a reduction in uncertainty and improved mood.
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INTRODUCTION TO THE RESEARCH DOSSIER
This dossier represents clinical experience whilst studying for the Doctorate of 
Psychology (Psych.D) in Clinical Psychology. It consists of three pieces of work.
• Service related research
• Literature review. Conducted in the third year, this piece of work reviewed the 
literature associated with the major research.
• Major research. Conducted in the third year, this built on the literature review.
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1.0 Introduction
Being assertive can be defined as "clearly expressing what you think, feel and want, 
whilst respecting the rights of others to do the same" ( Millner & Dalby, 1992). 
Winchurst, Kroese & Adams (1992) argue that assertiveness is an important social 
skill that people with learning disabilities need for positive social interactions. Yet 
assertiveness skills may be difficult for people with learning disabilities to develop, 
due to environmental factors, (e.g lack of opportunities to make real choices), as well 
as direct consequences of the person's learning disability (Winchurst et al. 1992). 
Assertiveness groups have been used to develop these skills in work with other 
populations. Benefits of a group approach include cost effectiveness and 
opportunities to use group processes to develop skills and self esteem, to enhance 
behavioural and cognitive behavioural interventions. However, in contrast to the large 
literature on social skills training for people with learning disabilities, there is little 
research on assertiveness training groups for this population.
Existing research, though methodologically limited, suggests that group assertiveness 
training for people with learning disabilities can have beneficial effects Winchurst et al 
(1992) reported an assertiveness group for people with learning disabilities using 
cognitive behavioural approaches including self-evaluation, self-regulation and 
problem-solving training. Participants' subjective reports suggested that they had 
enjoyed the group and found it helpful. Observations from staff at the day centre 
where the group was held indicated increased assertive behaviours outside the group, 
suggesting some generalisation of skills. Millner and Dalby (1992) reported an 
assertiveness course for people with mild/ moderate learning disabilities, also using 
cognitive behavioural methods. Subjective reports indicated that participants had 
benefited from the programme, however checklist measures of change proved 
unreliable.
Both these studies suggest that assertiveness groups may be helpful for people with 
learning disabilities, but also highlight some of the difficulties in ensuring 
generalisation of skills and obtaining reliable and valid measures of change.
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The Psychology Service for People with Learning Difficulties has received a number 
of referrals requesting assertiveness training, however previous attempts to set up an 
Assertiveness Group, failed due to insufficient numbers. It was proposed that an 
assertiveness group for people with learning disabilities should be set up and run 
during the author's core clinical training placement as a "pilot" to provide information 
for future groups provided by the Psychology Service. Within this context, the 
following research questions were devised:
1. Was this type of group an acceptable and effective way to provide assertiveness 
training?
1. Was it a positive experience for group members?
ii. Was it an effective way of increasing group members' knowledge about 
assertiveness and their assertiveness skills?
2. Was it viable for the Psychology Service to provide this type of group?
2.0 Method
2.1 Referrals to the group
Two referrals were received by the Psychology Service in the period January to April 
1998 for work on assertiveness issues. The following basic criteria for publicising the 
group and generating additional referrals were devised:
1. Clients with identified assertiveness needs
2. Clients with a mild or moderate level of learning disability
3. Clients with a reasonable level of expressive and receptive communication
4. Clients able to tolerate a group setting
Information about the group and the referral criteria was given at the local Community 
Learning Difficulties Team (CTPLD) meetings and to staff at the local day service. 
The group was also publicised within the Psychology Service.
Fourteen further referrals to the group were generated, giving a total of 16 potential 
group members. Following initial assessment interviews with referrers, it was decided 
not to offer the group to 6 clients who either did not meet the group criteria, or whose 
personal circumstances suggested that assertiveness training might be unhelpful for
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them at this time. A further 6 clients were unable to attend the group due to other 
commitments. Five clients were interviewed, given information about the group and 
invited to attend, however only 2 chose to attend the group. Details concerning the 
source and outcome of the referrals are given in Tables 1. [Full details can be found in 
Appendix 1].
Table 1. Source and outcome of referrals to the group, numbers In brackets indicate
Existing
Psychology
referrals
CTPLD referrals Referrals from 
Psychology service
Referrals from Day 
Service
2 (2) 6 (1)1 2 (1) 6 (1)1
2.2 Assessment measures:
A basic assessment questionnaire was completed with an informant, usually the 
referred person's keyworker, to gain information on the person's current level of 
assertiveness, possible goals and any factors which might hinder group participation 
[see Appendix 2]. The following assessment measures were also used.
il Assertiveness Inventorv
A version of the Assertiveness Inventory (Gambrill & Richey, 1975) adapted for use 
by people with learning disabilities and used in a previous study with a test-retest 
reliability of 0.7 (Winchurst, et al 1992) was completed with clients and their 
keyworkers before the group started and one week after it had finished. This 
inventory was proposed by Winchurst et al (1992) as a possible pre-test, post-test 
measure. The inventory identifies a number of tasks e.g "Say 'No' I don't want to do 
that". The respondent has to say whether the task is "very difficult", "sometimes a bit 
of a problem" or "easy, no problem" to do [see Appendix 3].
iil Scenarios
As in previous social skills training studies, five "everyday" scenarios were devised 
and the participants were asked to say what they would do in these situations [See 
Appendix 4]. This assessment was used before the group started and one week after it
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had finished. Group members' responses to the 5 scenarios were rated by two raters as 
assertive or non assertive responses, percentage agreement was 95%.
iiil Goals
Specific goals were agreed with each client, involving a target assertive behaviour 
which they aimed to achieve during the group programme.
ivl Session ratings
Following each session, ratings were made by the two group facilitators on each group 
members' participation, memory and enjoyment of the session using a modified 
evaluation form developed by Bender & Norris (1987). [See Appendix 5] 
vl Participants' evaluation
A feedback form concerning understanding and enjoyment of the group was 
completed during an interview with each member one week after the last group 
meeting. [See Appendix 6]
vil Informant's evaluation
A feedback form concerning each informants' understanding and views about the 
group was completed during an interview after the group had finished. [See Appendix
7]
2.3 The group programme
The group met for seven sessions from 31st July to 25th September 1998. The group 
was held on Fridays 1.30 - 3.30pm at a local day centre. The two facilitators, a clinical 
psychologist in training, and an occupational therapist, met weekly for approximately 
one hour to plan the sessions.
The programme was planned in advance, based on previous assertiveness training 
literature (Millner & Dalby, 1992; Kelley 1996), but was modified to fit the group 
members' needs. Topics covered included Identifying Feelings; Body Language; 
Aggressive, Passive and Assertive Behaviour and Our Rights. The content of the 
sessions is summarised in Table 2 below:
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Table 2 The content of group sessions and training methods used
Session content Training methods
1. Getting to know each other - finding out 
about group m em bers and the group. 
Setting group rules
• Drawing
• Brainstorming
• Discussion
• Relaxation exercise
identifying Feeiings 1 - Identifying 
feelings of happiness and sad n ess  and 
links with behaviour. Group m em bers' 
personal experience of these feelings
2. identifying Feeiings 2 Identifying 
feelings of fear and anger and links with 
behaviour. Group m em bers' personal 
experience of these feelings
• Drawing
• Discussion
• Role play
•  Relaxation exercise
3. Body Language - what is it?
Relating emotions to appropriate body 
language
• Brainstorm
•  Role play
•  Use of video clips
•  Discussion
4. Aggressive, Passive and Assertive 
Behaviour 1- Defining and identifying 
aggressive, passive and assertive 
behaviours and the differences between 
them.
• Use of video clips
•  Role play
•  Discussion
5. Aggressive, Passive and Assertive 
Behaviour 2
Relating these to group m em bers 
personal experiences 
Our rights - explaining individual rights 
Personal goals - examining what group 
m em bers would like to change
• Brainstorm
• Role-play
• Discussion
• Homework
6 Assertiveness 
Personal goals • Role-play
• Homework
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7 Recap on course
Feedback - W hat have Ms A and Mr B liked • Group discussion
about the course? • Collage
Feedback from leaders
W hat we would like to leave with group
members
[see Appendix 8 for further details of the programme].
Teaching methods included role play with feedback, use of video clips, 
"brainstorming", use of creative activities (e.g. drawing), discussion and rehearsal of 
assertive responses.
Considerable time was spent recapping and recalling what had been learnt in previous 
sessions to aid memory and learning. The meaning of assertiveness was repeatedly 
explained and discussed. In addition, both facilitators tried to ensure that examples 
and exercises were as "concrete" as possible, relating to the members’ every day 
experiences. Particular effort was made to identify examples of the members’ assertive 
behaviour which occurred during the sessions, give positive feedback when these 
occurred, and facilitate these behaviours e.g. by offering choices. To encourage 
generalisation, each group member was given a folder for worksheets and information 
sheets completed during the group and encouraged to discuss what they had done with 
their keyworker between group sessions.
3.0 Results
3.1 Participants
Five people had expressed interest in the group and had been invited to attend, 
however in fact only two people, attended the group. Both attended all the sessions.
Ms A was a 58 year-old woman living in a group home. She had previously lived in 
an institution for many years. An assessment reported her IQ score as being 52. Ms A
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already had some assertiveness skills, e.g. she was able to make choices and tell others 
what she thought. It was reported that she sometimes responded to staff very angrily 
and could be verbally abusive. Staff were therefore keen that she have the opportunity 
to develop assertive, rather than aggressive strategies.
Mr B was a 43 year old man living at home with his mother. No IQ assessment data 
was reported for Mr B, but it was estimated that his learning disability fell into the 
moderate range. Mr B was referred to the current group by his linkworker at the Day 
Service. He found it difficult to behave assertively, in particular, to make choices 
which required him to identify and tell others what he wanted. He presented as a 
pleasant, friendly man who was keen to please others and appeared to respond to 
situations in a passive style.
3.2 Assessment measures:
il Assertiveness Inventory 
Self-report
Table 3 shows the results of the pre and post group self-report ratings on the 
Assertiveness Inventory (AI): These results were rather different from what might 
have been expected as both participants appeared to report the items as more difficult 
after the group intervention.
Table 3 Group members' self-report ratings on AI pre and post group
Number of items ra ted on Assertiveness Inventory
"Very Difficult" "Sometimes a 
problem"
"Easy"
Pre
group
Post
group
Pre
group
Post
group
Pre
group
Post
group
Ms A 2 2 5 8 5 2
Mr B 0 5 7 4 5 3
Informant report
The results of the pre and post group ratings of the group member’s behaviour by 
informants ( Mr B’s linkworker and Ms A’s key worker) on the Assertiveness
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Inventory (AI) are shown below in Table 4. According to these informant reports 
items were rated as less difficult for Ms A after the group, but more difficult for Mr B.
Number of items rated on A ssertiveness Inventory
"Very Difficult" . "Sometimes a 
problem"
"Easy"
Pre
group
Post
group
Pre
group
Post
group
Pre
group
Post
group
Ms A 1 0 7 4 4 8
Mr B 0 4 7 5 5 3
iil Scenarios
Before the group Ms A was rated to have provided 3 out of 5 assertive responses. 
After the group she was rated to have given 5 out of 5 assertive responses.
Before the group Mr B was rated to have provided 0 out of 5 assertive responses. 
After the group he was rated to have given 4 out of 5 assertive responses.
iiil Goals
The group members had more difficulty than had been anticipated in identifying 
appropriate personal goals. Ms A was able to generate her own goal of not becoming 
angry if someone came into her room without knocking. She was able to generate 
some appropriate responses in the group as to how she could respond assertively 
instead. Mr B found it particularly difficult to generate his own goal. Eventually it 
was agreed that this would involve saying if he did not understand, something which 
observations of his behaviour in the group suggested he found particularly hard.
Two additional scenarios were added to those used post group to look at how Ms A 
and Mr B said they would respond in their "goal situations". Ms A was unwilling to 
answer this question. Mr B provided an appropriate response.
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ivl Session ratings
Group members' participation in each session was rated by the group leaders on 
Willingness to join the group; Memory for what had been discussed; Interaction; 
Participation and Enjoyment. It can be seen that both participants generally came to 
the group without prompting. Recall of what had been discussed in the previous 
session was generally limited. While Ms A generally spoke spontaneously and 
interacted without prompting, Mr B generally required prompting to encourage him to 
speak and participate.
Table 5. : Modal scores and ranges for group members across the 7 sessions
Client Ms A
Range
Mr B
Range
Willingness to join group
0 Refused to join group
1 Needed persuading
2 Needed reminding
3 Came along without prompting
3 [2- 
3]
3 [2-3]
Memory
0 No recall
1 Recalled odd incidents
2 Good recall without prompting
3 Memory intact
1 [1- 
2]
1 [0-1]
Interaction (Spontaneity)
0 Disruptive
1 Spoke only if asked
2 Responded to other group members
3 Spoke spontaneously
3 [1-
3]
1 [1-3]
Participation/
Responsiveness
0 No response
1 Little response/ uncooperative
2 Active participation when prompted
3 Active participation without prompting
2,3 [1-
3]
2 [1-3]
Enjoyment
0 Showed no signs of enjoyment
1 Occasionally showed pleasure
2 Enjoyed majority of session
3 Thoroughly enjoyed session
1 [1-3] 2 [1-3]
v) Group members' evaluation
Both Ms A and Mr B stated that they had enjoyed the group, learnt something and 
found it helpful.
In response to more detailed questions, Ms A was able to recall topics discussed, 
"being weak and strong" being "happy to speak". She felt that she had understood 
"quite a bit". She reported that she had enjoyed colouring and reading activities most. 
She had least enjoyed talking about body language as this made her feel self
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conscious. This was consistent with the group leaders' impressions during this 
particular session. Ms A said that she would like to learn more about assertiveness 
and might go to a similar group again. She described the group as being "more fun" 
than she expected. When asked about how the group could be improved she said that 
she would like there to be "more writing" and "a little more time".
Mr B was not able to recall any of the topics discussed. This was consistent with 
difficulties in remembering material that he experienced during the group. He said 
that he liked best "feeling happy in the group" and watching the video. Mr B said that 
he would come to a similar group again "if it had more people".
iii Carers' evaluation
Both informants made global statements that they felt the group had been a beneficial 
experience for Ms A and Mr B. Ms A's keyworker reported she felt that it had been 
beneficial for Ms A to have an opportunity to discuss feelings and that Ms A had 
sometimes discussed the group sessions. Mr B's linkworker reported that Mr B 
appeared to have benefited, but that she felt a longer assertiveness group would be 
more helpful.
4.0 Discussion
4.1 Satisfaction with the group
Was the group a positive experience for group members? Based on feedback from the 
participants, ratings of enjoyment for each session and personal impressions recorded 
by the group leaders, it appears that the two participants generally enjoyed the group. 
This was supported by the fact that both group members chose to attend all of the 
sessions. However as people with learning disabilities may be susceptible to 
acquiescence effects, the feedback interviews would ideally have been conducted by 
an independent interviewer.
The participants appeared to enjoy some aspects of the group more than others. 
Facilitator ratings of enjoyment were lower for the sessions involving more discussion 
of abstract concepts such as passive, aggressive and assertive behaviour, which were
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harder for the members to follow. Ratings of enjoyment were highest for the sessions 
involving creative activities such as drawing and collage which appeared to be a more 
enjoyable learning process and also provided concrete examples of aggressive, passive 
and assertive behaviours within the session.
4.2 Effectiveness of the intervention and implications for future groups
Given the limited time available (seven sessions) and difficulties in generalising 
behavioural change, major changes in the participants' behaviour were not expected. It 
was hoped, however, that participants' understanding of assertiveness would be 
increased and that they would feel more confident in dealing with situations 
assertively.
Changes on the self report assertiveness inventory were not in the expected direction. 
Both participants rated the items as more difficult after the group intervention. There 
are a number of possible explanations of this finding. These results may reflect an 
increased awareness of situations which the participants found difficult, alternatively 
participants may have felt that they could be "more honest" by the end of the group 
about what they found difficult. Walker and Cheseldine (1997) reported similarly 
ambiguous results using a self-report Provocation Inventory to measure change in an 8 
week anger management and assertiveness training group and suggested that clients 
might be more "defensive" initially.
There may also be some problems with the Assertiveness Inventory as a reliable 
measure for this study. It was felt that both group members, but particularly Mr B had 
some difficulty in understanding the questions and distinguishing between the 
different levels of difficulty. Mr B did not appear to find symbols such as faces to be 
useful cues. In addition there was a low level of agreement between informant and 
self ratings, although this might be due to other factors. Given these issues the AI is 
best used as only one of a series of outcome measures and it would appear important 
to administer it twice during the initial assessment procedure to provide a baseline.
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Group participants' responses to the scenarios suggested some learning about assertive 
responses had occurred. Mr B's performance on this task appeared to improve 
considerably, Ms A also showed an increase in the number of appropriate assertive 
responses. It is not clear, however, whether these improved verbal responses would 
actually lead to changes in behaviour. Similar issues were reflected in relation to 
client's responses to the goal scenarios.
Overall then there was some evidence suggesting increased knowledge about 
assertiveness, but no real evidence of increased confidence in behaving assertively or 
of behavioural change.
Implications for future groups
1. Improved measures
The difficulties in determining whether change had occurred in the current study 
reflect the need for a more rigorous evaluation methodology. Although self report 
measures are useful to some extent and relatively quick and easy to administer, more 
objective measures of behavioural change are needed. Observations, behavioural 
recording by staff and video recording interactions and role plays as part of the initial 
assessment process, are all methods which could be used to establish a base line 
necessary for a sound evaluation. Obviously these methods would involve 
considerable time and preparation.
2. Generalisation of learning
Both group facilitators felt that more planned involvement of people outside the group, 
such as day centre and home staff, was required to support the implementation and 
generalisation of skills. It was originally decided not to invite key workers as clients 
might be less comfortable about speaking if staff they knew were present at the group.
One possible solution would be to provide keyworkers and linkworkers with a detailed 
information pack describing the topics being covered in the group each week.
Another approach might be for keyworkers to attend part of the group session, a 
method which has been used in other assertiveness groups with people with learning
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disabilities (Millner and Dalby, 1992). However given staffing levels this would 
appear unrealistic. Homework to be completed with key workers could also be 
introduced from the outset of the group.
Length of group
In comparison with the length of assertiveness groups reported in the literature, the 
group’s seven sessions were brief. Winchurst et al (1992) reported a 16 session 
assertiveness group, Millner & Dalby (1992) reported a 10 session group. Other 
groups which the clients attended were also substantially longer. Both group leaders 
felt that given the amount and complexity of material it would be helpful to have a 
greater number of sessions. If the results of the self report inventory are seen in the 
context of increased awareness of problems, it is important that clients also have time 
to increase their skills. More time would also have been helpfiil to the members for 
generating personal goals.
4. Content of Group Programme
Both facilitators thought that the programme might be improved by the use of more 
creative activities and less discussion. Other ideas for changes, included using a video 
camera to record members’ role plays, so that they could watch their own performance.
4.3 What information does this evaluation provide about the viability of 
Psychology running groups?
Given that only two people attended the group, it was felt the numbers were too small 
for members to have the full benefit of working in a group setting. A larger group 
would also be far more efficient in terms of time and resources.
Some possible means of increasing the number of participants might include:
1. Increased publicity.
Spending a longer period of time on publicity would enable a larger pool of referrals 
to be gathered and also give an opportunity for better baseline measures to be taken. 
This was not possible within the current placement timescale.
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2. Setting
The current group was held at a well-known day service for people with learning 
disabilities. Both clients who attended the group were familiar with the service and 
said they were more willing to attend a group there. However one of the most able 
clients who chose not to participate was unwilling to attend a "learning disability" 
service. An alternative location was at a local community health centre, however this 
would require transport provision.
3. Opportunities to sample the group
A "taster" session which potential group members could attend might be one way to 
encourage people to try the group.
These modifications however would require additional time and resources.
5.0 Conclusion
The limitations of this evaluation, i.e. the small number of people involved and 
unreliability of some of the measures used mean that only tentative conclusions can be 
drawn. The group members generally expressed satisfaction with the course. There 
was some evidence of increased knowledge about assertive behaviour, but no clear 
evidence of increased confidence or behavioural change. To be viable, future 
Psychology groups would need to ensure more members attended and that a more 
effective intervention, integrating behavioural measures and greater involvement of 
people outside the group, was possible.
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APPENDIX 1
Information on source and outcome of referrals to the group
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Table 1: Sources of referrals to the group
Existing
Psychology
referrals
CTPLD referrals Referrals from 
Psychology service
Referrals from Day 
Service
2 6 2 6
Table 2: Detailed Information on outcome of referrals to the group
Group not offered, 
as not considered 
appropriate
Client refused to 
attend group after 
initiai interest
Client unable to 
attend group due to 
other commitments
Client attended 
group
6 3 5 2
Table 2.1. Information on clients to whom group was not offered, as not considered
Reasons why group was not considered appropriate at this time
MrE* Concern current family situation would not allow Mr E to behave 
more assertively. Mr E uncomfortable in a group
MsF* Ciient unable to attend group without keyworker. Difficulty in 
tolerating group setting
Ms G Group criteria
Ms H * Concern that family situation would not allow Ms H to behave 
more assertively. Family unwilling for her to have input from 
psychoiogy
Ms 1 Group criteria
Ms J Difficulty in tolerating group setting
It is important to note that in at least 3 cases referral for assertiveness training was 
considered appropriate, however other factors meant that it was not appropriate at 
this time.
Table 2. II. Information on client who refused to attend group after Initial Interest
No. of clients Reasons why client did not attend group
2 Client decided not to attend group
1 Client unwilling to accept further involvement from psychology
totai 3
Table 2.111. Information on clients unable to attend group due to other commitments
No. of clients Reasons why client unable to attend group
MrK Day service commitments
Mrl Work and day seryice commitments
Ms L Working fuli time
Mr M Work commitments
MrN Timetable arrangements
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APPENDIX 2
Informant Assessment Interview
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ASSERTIVENESS GROUP - INFORMANT INTERVIEW
[Explain reason for and aims of assessment]
1. What makes you think that <name> would benefit from assertiveness 
training?
In what ways does <name> show a lack of assertiveness skiiis?
2. Can you give me some specific exam pi es of difficuities which <name> has 
with being assertive?
How do they usually respond?
3. In what other situations does <name> have difficuities with being assertive?
How do they usually respond?
What is usually the outcome in these situations?
4. Can you give me some specific exam pi es in which <name> has shown 
assertiveness skiiis?
How do they usualiy respond?
What is usually the outcome in these situations?
5. Do you think that <name> has any understanding of assertive behaviour?
Has name had any assertiveness training in the past?
Have they been encouraged to behave differently in the situations described 
above in the past?
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6. As part of the aims of the group we are keen to identify specific goais for the 
participants to work towards in the group.
Can you think of any specific goais which are reievant to <name>'s 
assertiveness needs?
How would you like the situations described to be different?
7. If <name> was to become more assertive, what effects do you think this 
might have?
Positive and negative?
How wouid you describe <name>'s verbai communication skiiis?
Comprehension?
Expression?
Do they use signing regularly?
Does <name> have any sensory deficits such as sight or hearing 
difficuities?
If yes, how are they supported to cope with this?
Wouid <name> have access to transport to attend the group?
How would this be arranged?
What groups is <name> in at present, or has <name> been in the past?
CURRENT TIMETABLE
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APPENDIX 3
Assertiveness Inventory - Winchurst, Kroese, & Adams, (1992).
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4AME :
HINK ABOUT THIS
an vou
Ask someone to h e lp  yot 
t o  do you a fa v o u r ,  
t o  g ive  you he lp  w i t h  
somethine
Very d i f f i c u l t ,  
a b ig  problem
Sometimes a b i t  
o f  a problem
Easy, no problem
an vou
T e l l  someone i f  they had 
h u r t  your f e e l i n g s  -  
made vou f e e l  unhappy 
o r  sad.
n vou
Say to someone
' I  do not  unde rs tand '
' I am not  sure what 
you mean'
' I have no t  got  a c lue  
what you are t a l k i n o  
a b o u t '
1 vou
Say ' h o ' ,  [ don 
want to do tha t
C o n t . . 2
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Easy,  no problemSometimes a b i t  
o f  a problem
Very d i f f i c u l t  
a b ig  problemlINK ABOUT THIS
n vou
Say to  ano the r  person 
' I do n o t  agree w i t h  you 
and say what you are 
t h i n k i n g .
n vou
A rg u e /d isag re e  w i t h  
someone w i t h o u t  g e t t i n g
erv  an
w i t h o u t  l o s i  
temper,  w i t h  
w i t h o u t  h i t t
s h o u t i n g
rminc or r
i s l i  someone wnc i s  
annoying you to  ' s t o p ' .  
Ask them to  leave  you 
a lone ,  say ' I  d o n ' t  l i k e  
t h a t ' .
vou
bay I 'm  s o r r y  to 
someone.
Own up i f  you f e l t  you 
had done something  wrong^
Co n
IK ABOUT THIS
Easy, no problemSometimes a b i t  
o f  a problem
Very d i f f i c u l t ,  
a b i g  problem
vou
T e l l  someone what  you
T e l l  them 
hat  i s  good about  you.
are  gooc
/ou
I e l l  someone vou l i k e
em.
ou
Say ' tha 
someone.
L ive  someon 
compliment
ou
Tel l  ano the r  person to
oushed i n  f r o n t  o f  you
)u enjoy  doing  t h i s ?
14^
APPENDIX 4
Assessment Scenarios
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Name:
W hat would you do?
1. You are trying to tell the staff at the Centre something Im portant, but they 
are not listening to you.
2. You are asked by a m em ber of staff you like to join a new group that they 
are running, but you are not sure If you want to.
3. You are waiting to pay for something In the shop, but som eone pushes In 
front of you
4. You are trying to watch TV and people will not be quiet, so you cannot hear 
the TV.
5. You are working In the workshop, but you don't understand what you are 
supposed to do.
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APPENDIX 5
Group session rating form (adapted) Bender & Norris, A (1987).
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Individual Recording Sheet for Group Members
GROUP MEMBER’S NAME: ACTIVITY:
DATE
Willingness to Join Group
0 Refused to join group
1 Needed persuading
2 Needed reminding
3 Came along without prompting
Memory
0 No recall
1 Recalled odd incidents
2 Good recall without prompting '
3 Memory intact
Interaction (Spontaneity)
0 Disruptive
la  Offered nothing at all
lb  Spoke only if asked
2 Responded to other members ,
3 -‘Spoke only when asked
Participation/Responsiveness (need not be verbal)
0 No response
■ 1 Little responSe/un-cooperative !
2 Active participation when prompted
3 Active participation without prompting
Enjoyment
0 Showed no signs of enjoyment •
1 Occasionally showed pleasure
2 Enjoyed majority of session
3 Thoroughly enjoyed session
COMMENTS
l)v M I‘ lk-nd*.T & A Norris. You may ropr'xjuce this form zs iiece.s.sary for instructional use.
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APPENDIX 6
Group members feedback form - Kelley (1996)
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EVALUATIOH
NAME DATE j
GROUP
HOW WAS IT FOR YOU?
y  X
YES NO
?
Don't know
Did you enjoy the group?  
Did you learn any th ing?
Did you f ind  it helpful?
Can you list a few  th ings that you t a lk e d ' a b o u t  in the  group?
W hat  did you like best a b o u t  the g roup?
W hat  did you no t  like a b o u t  the  group?
I'd like to learn more  a b o u t ...
® Alex Kelly, 1996. You m a y  p h o t o c o p y  this p a g e  fo r  in s truc tiona l use o n ly
DID YOU LIKE...?
YES NO DON'T KNOW
1. TALKING ABOUT 
FEELINGS?
2. DRAWING
3. RELAXATION
4. TALKING ABOUT 
BEHAVIOUR
5. TALKING ABOUT 
BODY LANGUAGE
6. ROLE PLAYS
7. WATCHING 
VIDEOS
8. MAKING THE 
COLLAGE
9. WORK ON 
PERSONAL GOALS
10. GETTING 
HANDOUTS
11. TALKING 
YOURSELF
12. LISTENING TO 
OTHERS
13. BEING ASKED 
QUESTIONS
14. ASKING 
QUESTIONS
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APPENDIX?
Informant Evaluation Form
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ASSERTIVENESS GROUP - INFORMANT INTERVIEW II
Name of respondent: Name of client:
Relationship to client: Date:
1. Did you discuss the group with <name>? Yes/No
1. For how long? Less than 5 mins
About 5 mins 
5-10 mins 
10-20  mins 
20 - 30 mins 
30 - 40 mins 
40 - 50 mins 
50 - 60 mins 
More than 1 hour
ii. How often? On 1 occasion
On 2 occasions 
On 3 occasions 
On more than 3 occasions
2. How did <name> respond to discussing the assertiveness group?
3. How much do you think <name> understood what the group was about?
D/K
Did not understand at all 
Some understanding 
Reasonable understanding 
Understood most of what was explained 
Understood all of what was explained
4. Did you have any difficuities expiaining what the group was about?
How did you explain it?
5. Is there anything which you think would have been helpful in expiaining 
about the group to <name>?
E.g. more information, definition of assertiveness, more time.
6. Did you think that <name> wouid find the group usefui/ relevant to their 
needs?
If so why?
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Do you still feel that <name> would benefit from attending an assertiveness 
group?
7. Did you expect that <name> wouid wish to attend the group?
8. Did <name> agree to attend the group?
9. What factors do you think infiuenced <name>'s decision to attend the 
group?
10. Can you suggest any ways in which the group couid have been made more 
accessibie to <name>?
11. Have you any further comments about the group, or the way that it was 
presented to name?
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APPENDIX 8
Group Programme
ISO
BE CONFIDENT! ASSERTIVENESS GROUP
FRIDAY 31ST JULY SESSION 1
Getting to know you
Introduction to the group and group mem bers
W hat the group is about
Setting group rules
Identifying Feelings I
Brainstorm - different feelings
Happy and Sad - drawing what m akes you happy and sad 
Discussion
Short relaxation exercise
FRIDAY 7TH AUGUST SESSION 2
Recap on last week 
Identifying Feelings II
W hat m akes us feel angry? W hat m akes us feel scared?
Drawings and discussion
Role play e.g.s - feeling angry and feeling scared
Photographs
Relaxation exercise
FRIDAY 14TH AUGUST SESSION 3
Recap on last week
How do we communicate? - Brainstorm
Body Language - what is it?
E.g.s Eye contact 
Fidgeting 
Gesture 
Posture 
Distance 
Expression 
Touch 
Video clips
How are these people feeling?
How do they show their feelings?
Choosing photographs of ourselves from last week
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FRIDAY 21 ST AUGUST SESSION 4
Recap on last week
Aggressive, Passive and Assertive Behaviour
What is aggressive behaviour? Video clip and discussion 
What is passive behaviour? Role play and discussion
What is assertive behaviour?
Expressing feelings
Standing up for yourself
Saying you don't understand
Saying no
Disagreeing
Saying what you think
Feedback on session
FRIDAY 28TH AUGUST NO SESSION
FRIDAY 4TH SEPTEMBER NO SESSION
FRIDAY 11TH SEPTEMBER SESSION 5
Recap on last session Passive and Aggressive behaviour
Assertive behaviour
When are we passive?
When are we aggressive 
When are we assertive?
E.g.s when people have been assertive in the group 
Our rights
Explanation and discussion
Personal goals - what do we want to change?
Feedback on session
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FRIDAY 18TH SEPTEMBER SESSION 6
Recap on last week
Passive and Aggressive and Assertive behaviour - Behaviour scale 
W here is our behaviour on the behaviour scale?
Personal goals
Personal goals role play 
Homework
FRIDAY 25TH SEPTEMBER SESSION 7 FINAL SESSION
Recap on last week
Discuss homework and role plays
Recap on course
Feedback - W hat have Ms A and Mr B liked about the course? 
Feedback from leaders
Collage - what we have talked about and done in the group 
W hat we would like to leave with group members 
Tea and cakes!
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APPENDIX 9
Ratings of Group Sessions
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Sharing the diagnosis in dementia: A critical review of research on 
current practice and preferences around diagnosis-giving and the 
psychological and psychosocial consequences of sharing the diagnosis for 
people with dementia and their carers.
Literature Review
Year 3
Psych.D Clinical Psychology
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Introduction
The commonest forms of dementia are Alzheimer's disease (AD) and vascular 
dementia (Arendt & Jones, 1992; Lishman, 1997). These progressive conditions 
affect large numbers of older people and are currently incurable. There is increasing 
emphasis on the need for detection and accurate diagnosis of dementia in its early 
stages (Briggs & Askham, 1999). This in turn raises the ethical dilemma of whether 
the diagnosis should be shared and with whom.
This paper aims to review the research literature that can be used to inform the 
complex clinical issue of diagnosis-giving in dementia. Research describing current 
practice in diagnosis-giving will be discussed. Other studies which have attempted to 
go beyond describing current practice and explore people's preferences about 
receiving such a diagnosis and the consequences of receiving a diagnosis of dementia 
will then be reviewed. It will be argued that there are a number of important 
weaknesses in the research literature to date and that there has been a failure to 
integrate relevant research findings in this field from different theoretical and 
methodological perspectives. There has also been limited application of relevant 
psychological and social-psychological theory which might inform both the design of 
further research studies and clinical practice in terms of sharing the diagnosis with 
people with dementia. Discussion of the literature will therefore highlight links with 
research findings and theory in other areas. Finally directions for future research will 
be out lined.
Defining and diagnosing dementia
" Dementia is the global impairment of higher cortical functions including memory, 
the capacity to solve the problems of day to day living, the performance of learned 
perceptuo-motor skills, the correct use of social skills, all aspects of language and 
communication and the control of emotional reactions, in the absence of gross 
clouding of consciousness. The condition is often irreversible and progressive". 
(World Health Organisation [WHO], 1986, cited in Arendt & Jones, 1992, p9).
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Dementia represents a clinical syndrome, or grouping of symptoms, rather than a 
specific disease entity, and may be associated with different conditions (Arendt & 
Jones, 1992; Lishman, 1997). The commonest form of dementia in older people is 
Alzheimer's disease (AD), for which there is no cure, although recently developed 
drugs may improve symptoms in some patients temporarily (Bums, Russell & Page, 
1999). The International Statistical Classification o f Diseases and Related Health 
Problems (ICD-10) (WHO; 1993) and the Diagnostic and Statistical Manual o f  
Mental Disorders (DSM-IV) (American Psychiatric Association, 1994) classify 
dementia in terms of mild, moderate and severe stages and distinguish between early 
and late onset.
Making a diagnosis is a complex process which involves mling out treatable causes of 
cognitive impairment (Lishman, 1997). Scanning procedures can be used in some 
cases to identify brain changes indicating atrophy. In the case of AD, while a probable 
diagnosis is made while the person is alive, definite diagnosis can only be established 
by post-mortem.
The prevalence and incidence of dementia are therefore difficult to investigate.
Figures from the Alzheimer Disease Society (ADS, 1995) estimate that in the UK 
around 636 000 people are living with dementia, with this figure rising to just under 
900 000 by the year 2021 (Keady, 1996). Prevalence rates increase in relation to age, 
with a prevalence of 0.1% in the 40-65 year-old age group rising to 20% in the age 
group 80 + (ADS, 1995). In the context of an ageing population in many countries, 
the projected increase in the numbers of people with dementia is perceived as a major 
social and healthcare policy issue (Whitehouse, 2000).
Ethical issues in the disclosure of a diagnosis of dementia
With an increasing emphasis on earlier diagnosis when people are less cognitively 
impaired and the development of drugs for AD, clinical practice regarding disclosure 
of the diagnosis of dementia is being questioned (Pinner, 2000). This debate also 
reflects growing recognition of the needs and rights of the person with dementia
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(Downs, 1997) and wider trends within healthcare about providing information to 
patients (Vassilas & Donaldson,1998). Comparisons are made with the change in 
practice in diagnosis giving for cancer over the last 40 years (Rice & Warner, 1994; 
McWilliams 1998; Husband 1999; Pinner 2000).
Much of the literature on diagnosis-giving in dementia concerns the important ethical 
issues involved and clinical opinion. Major reasons given in favour of sharing a 
diagnosis include the person's intrinsic right to know the truth; that telling the carer (as 
is normally the case) but not the person with dementia themselves transfers the 
dilemma to the care-giver and the idea that giving the person the diagnosis maximises 
individual autonomy and allows them to make sense of their experiences and to make 
choices regarding current treatment and decisions for the future while they are still 
able to do so (Drickamer & Lachs, 1992; McWilliams, 1998; Pinner, 2000). Reasons 
against sharing the diagnosis centre around the doctor's duty to "do no harm" 
(Marzanski, 2000) emphasising that the person is already vulnerable due to their 
cognitive impairment and that inability to cope with this news may result in loss of 
quality of life and depression (Rice & Warner, 1994, Pinner, 2000) or catastrophic 
reactions such as suicide (Markle, 1993). Other important reasons are the uncertainty 
of diagnosis and prognosis; that due to their cognitive impairment the patient may not 
comprehend or remember the diagnosis or have sufficient insight to understand what 
the diagnosis means, and that the poor prognosis renders such action futile (Drickamer 
& Lachs, 1992; Rice & Warner, 1994).
In terms of research evidence to further inform this debate, studies concentrate on 
three areas: describing current practice in diagnosis-giving, examining preferences 
regarding diagnostic disclosure and the effects of sharing a diagnosis.
Research on current practice in diagnosis giving in dementia
A number of studies have been reported surveying doctors on their practice 
concerning disclosing a diagnosis of dementia ( Johnson, Bouman & Pinner, 2000;
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Clafferty, Brown & McCabe, 1998^; Vassilas & Donaldson, 1998; Gilliard & 
Gwilliam, 1996; Rice & Warner, 1994).. These studies suggest that there is 
considerable variation among doctors in sharing the diagnosis of dementia.
A postal survey of geriatricians and old age psychiatrists found that 40% reported they 
regularly told patients the diagnosis, although 72.5% of the respondents would wish to 
know if they had this condition themselves (Johnson et al. 2000). In a larger study by 
Vassilas and Donaldson (1998) 39% of GPs reported always or often disclosing the 
diagnosis. Clafferty et al. (1998) reported that 44% of Scottish consultant psychiatrists 
who completed survey questions reported that their normal practice was to inform 
patients with AD of the diagnosis. A slightly higher figure of 56% of consultants in 
charge of memory clinics surveyed reported telling patients their specific diagnosis in 
the study by Gilliard and Gwilliam (1996). This appears consistent with findings that 
clients seen in memory clinics are likely to be seen earlier on when they are less 
cognitively impaired than clients seen in traditional old age psychiatry services (Luce, 
McKeith, Swann, Daniel & O’Brien, 2001).
Factors reported as influencing disclosure included degree of patient’s insight and 
severity of dementia (Johnson et al. 2000); certainty of diagnosis (Johnson et al. 2000; 
Vassilas & Donaldson, 1998) and the patient’s wish to be told and perceived 
emotional stability ( Vassilas & Donaldson, 1998). Rice and Warner’s (1994) postal 
survey of consultants in old age psychiatry was the only study to specifically examine 
the issue of severity of dementia, asking respondents to estimate the proportion of 
patients and carers to which they gave a diagnosis and prognosis within mild, 
moderate and severe categories of dementia. Findings in this study supported the role 
of severity of dementia as an influencing factor. People with severe dementia were 
rarely told their diagnosis. People with moderate and mild dementia were rather more 
likely to be told. Uncomfortableness with breaking bad news is one factor suggested 
to explain practitioners’ reluctance to disclose a diagnosis of dementia (Rice &
 ^ The relatively limited description given by Clafferty et al. (1998) make this study difficult to evaluate.
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Warner, 1994). However Vassilas and Donaldson (1998) found that GPs were 
significantly more likely to disclose diagnosis and prognosis to patients with terminal 
cancer than patients with dementia, suggesting the issue is more complex.
Reliance on self-report questionnaires asking respondents to give a general impression 
of their practice, rather than review of actual cases or observation of practice, 
represents a serious weakness in all of these studies. In addition it is not clear what 
sharing the diagnosis actually entails: a definition of sharing the diagnosis is typically 
not provided; some respondents reported avoiding words such as dementia and 
Alzheimer’s disease and the prognosis is less likely to be given (Rice & Warner, 1994; 
Gilliard & Gwilliam, 1996). The Audit Commission Survey (2000) also reports 
instances where GPs thought they had communicated the diagnosis of dementia, '%ut 
relatives described only being told about ‘poor memory’ or ‘confusion’ and did not 
realise the full implications” (Jha, Tabet & Orrell, 2001, p.884).
Respondents in Rice and Warner’s (1994) study suggested that they nearly always told 
carers the diagnosis, although prognosis was less frequently shared. Heal and 
Husband (1998) describe a study of carers’ reports of whether or not the diagnosis was 
shared with their relative. In this study while 50% of people with dementia were 
reported by their carers as having learnt their diagnosis, most who knew had been 
informed by the carer, with only 27% having been informed by the diagnosing doctor. 
The age of the patient was found in this study to be related to whether doctors shared 
the diagnosis, with 40% of patients aged younger than 65 being told. However the 
smaller size of the sample of younger people with dementia may have affected this 
result.
Overall these studies suggest that about half of the doctors surveyed may not regularly 
share the diagnosis with their patients with dementia. However the serious 
methodological problems mean that even to describe current practice, more, better 
designed studies are needed. Of the patients and carers that are told, it is not clear how 
much information they receive or the extent to which they understand it.
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Research on attitudes to disclosure of a diagnosis of dementia
Research on carers’ attitudes to disclosure
Carers are more likely to be told the diagnosis than the affected person, thus in effect 
the decision about sharing the diagnosis may be delegated to them. This has been 
criticised as an abdication of the professional’s responsibility, particularly as the carer 
is also coming to terms with the diagnosis. In addition carers may have insufficient 
knowledge about dementia to help make this decision. Many carers report receiving 
insufficient information themselves on the meaning or consequences of their relative’s 
disorder (Aneshensel et al., 1995). Studies have consistently found low levels of 
knowledge about AD among carers of people with dementia (Werner, 2001) including 
carers who had recently received advice from mental health professionals (Graham, 
Ballard & Sham, 1997). However carers often play a key role in initiating the 
diagnosis process and some report being dissatisfied when professionals do not 
consult them before sharing information with the person with dementia (Connell & 
Gallant, 1996).
Research to date suggests that carers’ attitudes concerning whether their relative or 
spouse should be informed of the dementia diagnosis are complex. In most studies the 
majority of carers questioned reported that they did not wish the person with dementia 
to be informed (Maguire et al.; 1996; Heal & Husband, 1998). The major reason 
given for not disclosing a diagnosis of dementia is that this information would distress 
or upset the person with dementia. These findings appear consistent with many 
professionals’ clinical experiences (Bachman et al. 2000 ). Maguire et al. (1996) 
questioned 100 consecutive family members accompanying patients with diagnosed 
AD to a memory clinic and found that 83 felt that their relative should not be told the 
diagnosis. In contrast, a similar but smaller study reported by Barnes (1997) found 
that 17 out of 30 supporters wanted their relative to be told, although this still leaves a 
substantial number of carers who opposed disclosure. In their study of diagnostic 
disclosure among patients with AD or Pick’s Disease^, Heal and Husband (1998)
 ^Another form of progressive dementia considered to be rarer than AD and associated with marked atrophy of the 
frontal and anterior temporal lobes. Changes In personality and social behaviour indicating frontal lotie dam age tend 
to be noted as  early clinical features, rather than memory problems as  in AD (Lishman, 1997).
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found that 44% of carers reported that they had disclosed the diagnosis to the person 
with dementia while 53% had not.
Studies have reported that carers consider it important and useful for them to have a 
diagnosis and information about their relative’s condition (Connell & Gallant, 1996), 
although these findings may not represent the views of carers who have not accessed 
services (Politt, 1994). In studies that have asked people whether they would wish to 
know their diagnosis were they to develop dementia, the majority of carers (Heal & 
Husband, 1998; Maguire et al.; 1996) and members of the public (Holroyd, Snustad & 
Chalifoux, 1996; Erde, Nadal & Scholl, 1988) report they would wish to be told their 
diagnosis. This discrepancy between preferences for self and others is similar to that 
found among doctors by Johnson et al. (2000), but is not found in all studies of carers 
(Heal & Husband; 1998).
In all of the studies some carers did wish their relative or spouse to be informed of 
their condition. In Heal and Husband’s (1998) survey the most common reasons were 
that the sufferer wished to know their diagnosis (38%) or to provide some explanation 
to the sufferer of what they were experiencing (34%). In Maguire et al.’s study the 
most frequently cited reason by the minority of carers who did wish to disclose the 
diagnosis was that the patient was aware that they were ill. Reasons for disclosure 
given in Barnes’s (1997) survey included ’’it’s no use hiding it’’ and so ’’they could 
explain why they couldn’t remember things’’, with a number of respondents suggesting 
that even if not told the person ’’would work it out for themselves’’ (Barnes, 1997).
How can we understand these findings? Maguire et al. (1996) speculate that 
inconsistency between carers wishes for themselves and their relatives ’’May reflect a 
generational difference in the perception of the disease, a paternalistic desire by family 
members to protect patients from the harsh reality of their condition, or à reluctance of 
relatives to deal with the patients’ knowledge and possible grief’ (p. 529).
McWilliams (1998) draws useful parallels with similar attitudes that prevailed about 
sharing a cancer diagnosis in the past. She argues that further understanding of
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attitudes preventing the disclosure of a diagnosis of dementia is important to enable 
changes in clinical practice (McWilliams,!998).
Existing research is very limited and the design of these brief self-report studies does 
not allow carers’ attitudes and their reasons for these views to be explored in detail. 
More research is needed to understand factors that may influence carers’ decisions 
about disclosing the diagnosis. Qualitative research methodologies would appear to 
provide one appropriate means of examining these issues fiirther given the exploratory 
nature of research in this area and the need to explore the meanings for individuals.
Some relevant qualitative studies have been reported already in the literature. 
Hutchinson, Leger-Krall and Skodol Wilson (1997) report a qualitative study of social 
interactional issues among people with early probable AD and their family carers.
They suggest that Glaser and Strauss’s Awareness Context Theory, developed from 
studying interactions of dying patients and hospital staff (Glaser & Strauss, 1965), 
may provide a useful framework for thinking about these complex issues. Glaser and 
Strauss (1965) described four awareness contexts: closed awareness, suspected 
awareness, mutual pretence awareness and open awareness. In tracing the response of 
families, affected individuals and professionals to the emergence of memory problems, 
Hutchinson et al. report a fit with these different types of awareness contexts and their 
corresponding effects on interactions. While an open awareness context (where 
clients and family were aware of the diagnosis, prognosis and symptoms and discussed 
the issues openly) was associated with greater interpersonal closeness it was also 
associated with the pain of awareness. Hutchinson et al. suggest that assessments of 
client’s and family’s awareness contexts may be important in guiding appropriate 
interventions, although this may involve a recognition that in some situations 
caregivers and/ or clients opt for a closed awareness context.
This study is important because it emphasises the fact that carers’ decisions about 
whether or not to disclose the diagnosis (and presumably sufferers decisions about 
whether to ask) are made in the context of the ongoing relationship between the person 
with dementia and their carer. Decisions about disclosure appear likely to affect and
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be affected by the way in which carers and people with dementia cope with their 
symptoms and the progression of the condition. In understanding preferences 
regarding diagnostic disclosure more research is needed on associated coping 
strategies.
While studies have used questionnaires to examine carers’ factual knowledge about 
dementia (Graham, Ballard & Sham, 1997; Werner, 2001) there has been limited 
research on the meaning of dementia to those involved as carers. The role of meaning 
in determining how people experience and cope with chronic illness is viewed as an 
increasingly important area of research (Conrad, 1990). Politt, O’Connor and 
Anderson (1989) and Politt (1994) report a study based on interviews with supporters 
of people with dementia identified through a community screening survey. At the time 
of the assessment and two years later at follow up most people in the study had not 
been given a diagnosis^. Although aware of changes in the older person, the majority 
of relatives normalised or minimised their significance, often explaining them in terms 
of old age (Politt, 1994). This study demonstrates the importance of appreciating the 
social and cultural context which influences the meanings individuals attach to 
dementia. “While ‘dementia’ is used clinically as a value-free description, society 
attaches meanings to it which are pejorative and stigmatising, and this may also be a 
factor in the resistance to perceiving or defining somebody as demented” (Politt 1994, 
p257). Politt (1994) emphasises the importance of determining "what the illness 
actually means to the carers " in guiding potential interventions and services. The 
importance of considering what dementia actually means to the people with the 
condition will be discussed below.
Research on patient preferences
Studies on patient preferences are very limited, to some extent due to the ethical and 
practical issues involved. However this is also a very important area for research, 
given the persistent tendency to ignore the perspective of the sufferer in much of the 
past dementia literature (Downs, 1997; Cotrell & Schulz, 1993). Existing research
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focuses on people who have already been diagnosed and may or may not have 
received a diagnosis, rather than using a prospective design to include people's 
preferences prior to the diagnostic process beginning. The limited research to date 
suggests that some people with dementia can engage in discussion about their 
diagnosis (Husband, 1999; 2000; Marzanski, 2000). Marzanski (2000) reported on 30 
consecutive patients with dementia seen in an old age psychiatry service. Of these 
70% wanted more information about what was wrong with them, with a third wanting 
the diagnosis. A third of patients did not want information. Retrospective reports 
based on qualitative interviews with people with diagnosed mild AD (Keady & 
Gilliard, 1999) provide further information on the process of seeking and obtaining a 
diagnosis. From the accounts of participants in this study seeking a formal diagnosis 
occurred only after a considerable period in which the individual had become 
increasingly aware of difficulties and used a variety of coping strategies to normalise, 
discount and conceal the problems. Diagnosis seeking only occurred after the person 
had revealed their difficulties to their supporter. The people in this sample wanted 
practical information and support and did not want detailed information about 
prognosis. Some expressed relief about obtaining a diagnosis. This is a fascinating 
study exploring the accounts of people with dementia and their carers in detail, but 
may not be representative of the experiences of other people with dementia, as the 
participants were all people who were willing to discuss their condition and had been 
informed of their diagnosis.
The coping patterns identified in this study are similar to those described in other 
qualitative studies of people with dementia (Hutchinson et al. 1997). These accounts 
emphasis that people with dementia actively try make sense of and cope with their 
symptoms and concerns and that denial and concealment may be stages in this coping 
process in a similar way to people coping with other types of threats and losses. 
Consideration of individual differences in coping strategies would appear as relevant 
to clinical practice in disclosing potentially distressing information to people with 
dementia as to people with other conditions. Although there is little research
 ^As part of the study protocol information about the existence or possible existence of dementia was not provided 
unless It was requested which rarely happened. Assistance (e.g. services/ support) was offered on the basis of need
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evaluating ways of providing a diagnosis to people with dementia, the existing 
literature on breaking bad news provides relevant guidelines which can be applied to 
this process (Davies, 1996; Sykes, 1990).
The effects of sharing the diagnosis with the person with dementia
The possible negative consequences of informing someone with dementia of their 
diagnosis is one of the major reasons cited by both doctors and carers for withholding 
this information. Recently writers have highlighted possible negative consequences of 
the person with dementia not being given their diagnosis (McWilliams, 1998; 
Hutchinson et al. 1997). Hence research on the effects of sharing the dementia 
diagnosis is vital, but unfortunately such research is still in its early stages.
Relevant research findings can be drawn from the literature concerning depression and 
suicide the two most feared negative outcomes, but studies on sharing the diagnosis 
have not addressed these outcomes specifically. Research has consistently found that 
depression symptoms are common in people with dementia (Fischer, Simanyi, & 
Danielcsyk,1990; Wragg & Jeste, 1989): psychological and/ or neurophysiological 
explanations are proposed. However studies have not found evidence supporting the 
hypothesised association between insight and depression (Reed, Jagust & Coulter, 
1993; Verhey, Rozendall, Ponds & Jolies, 1993; DeBettignies, Mahurin & Pirozzolo, 
1990).
Rohde, Peskind and Raskind (1995) describe case studies of two people with early 
probable AD who committed suicide. Both patients were described as having 
"unusually intact insight as to the nature of their disease and their future severe 
disability" and recognised that they were not responding to drug treatment, however 
neither were reported as having clinical depression (Rohde et al. 1995, p i 88). In their 
study of depression and suicidal ideation Draper, MacCuspie-Moore and Brodaty 
(1998) found self-reported suicidal ideation and/ or the "wish to die" in 4% of 221
regardless of presence or absence of diagnosis (Politt, 1994)
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dementia patients attending a memory disorders clinic' .^ Suicidal ideation was 
unrelated to the presence of insight into loss of memory; whether participants had been 
informed of their diagnoses is not reported. Draper et al. (1998) argue that the 
presence of suicidal ideation or the wish to die are usually associated with co-morbid 
depression symptoms and not with dementia per se. Existing studies looking at 
psychiatric disorders associated with attempted and completed suicide in older people 
have generally not found evidence for an increased risk among people with dementia, 
if anything the risk appears to be slightly lower than would be expected given the high 
rates of elderly suicide (Harris & Barraclough, 1997). From their psychological 
autopsy and case control study of psychiatric disorder and personality factors 
associated with suicide in older people, Harwood, Hawton, Hope and Jacoby (2001) 
conclude "Although cognitive decline may be one factor contributing to suicide in 
certain individuals, it is not of major importance as a risk factor at a population level" 
(p. 163). No studies have systematically looked at suicidal ideation/behaviour or 
depression levels in clients before and after receiving a diagnosis compared to clients 
to whom the diagnosis is not disclosed.
The effects of not being given a diagnosis are difficult to research given the need for 
informed consent. Some small research studies have been done on the consequences 
of sharing the diagnosis. In their study, based on carers' reports. Heal and Husband 
(1998) found that where carers had disclosed the diagnosis to the person with 
dementia this was judged to have been detrimental in only 3 (9%) of cases. However 
only 48% of patients in this study had been told their diagnosis, the commonest 
reasons for non-disclosure being to avoid distress and the person's inability to 
remember (Heal & Husband, 1998).
There is some direct research on the experiences of people with dementia themselves. 
Husband reports three case studies (Husband, 1999) and a consecutive case series of 
14 patients (including the earlier 3 reported) (Husband, 2000). Research participants 
were identified from 23 people consecutively referred for neuropsychological
" This figure is comparable with rates of self reported 'wish to die' found in community surveys of older people 
generally (Kirby, Bruce, Radie, Coakiey & Lawlor, 1997; Dewey, Davidson & Copeland, 1993).
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assessment who then went on to receive a diagnosis of dementia. Of this group 14 
(60.9%) were able and willing to engage in discussing their diagnosis, these 
participants differed significantly in terms of their less severe cognitive impairment 
and their lower age. At a follow up appointment 6 months later 10 participants were 
asked two open ended questions: What are you most worried about in relation to the 
diagnosis? And what effects has the diagnosis had on you?. Most striking was the 
social nature of the participants concerns (Husband, 2000). All participants were 
concerned about other people finding out that they had dementia and all were 
concerned about the possibility of letting themselves down in public by appearing 
stupid, boring, embarrassing or incompetent. These fears appeared related to the 
effects of the diagnosis participants identified. All participants reported restricting 
social activities and worry and preoccupation about others finding out. However all of 
the participants also reported an end to worries about what the diagnosis might be, no 
longer worrying that they were 'going mad' or imagining that they had a problem.
Given the small sample there should be caution about generalising such findings, 
however there seem to be similarities, particularly in terms of the participants’ 
concerns about maintaining secrecy and fear of others finding out about their 
difficulties, with other qualitative studies (Keady & Gilliard, 1999). Most of the 
respondents in Husband's study also expressed concerns about the future including 
worries about increasing dependency on others and not being listened to "believing 
that once you had dementia then your views didn't count, particularly with health 
professionals". Given the attitudes to diagnosis giving discussed above, this seems 
quite a realistic fear.
A contrasting case study report of 7 patients diagnosed with AD is described by 
Bahro, Silber and Sunderland (1995). All participants were informed of their 
diagnosis of probable AD, but coped with the threats it posed in a variety of ways, 
including partial or complete denial, minimisation of functional impairment, 
externalisation and self-blame. One patient was aware of her loss of function and 
diagnosis and showed mild depression which the authors conceptualised as 
"appropriate sadness and grief and possible mourning over the progression of her 
illness. Writing from a psychodynamic orientation the authors conceptualised this
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denial as a defence against the threat posed by their illness, though they also 
recognised that this may be related to impaired information processing abilities. They 
suggest that in these cases "It may be more helpful to patients to bolster their self­
esteem rather than trying to confront them with the reality of their decline" (Bahro et 
al., 1995,p45).
Findings to date suggest that a diagnosis of dementia impacts on the way the 
individual perceives themselves and their relationships with others. There is also 
evidence that this diagnosis affects how others perceive them. The concept of stigma 
(Goffman, 1963) has been proposed by a number of writers in the field as a useful way 
of conceptualising the negative consequences of a dementia diagnosis (Benbow & 
Reynolds, 2000: Marzanski & Jolley, 1999 Lyman, 1989). However implications for 
diagnosis giving from this approach are not clear cut. Benbow and Reynolds (2000) 
for example describe Kitwood's (1997) view that the increased use of the term 
Alzheimer’s disease to describe dementia in later life may have reduced some of the 
associated stigma by implying a medical, potentially treatable condition. Lawrie (1999) 
also suggests that a medical/biological diagnosis may help to decrease stigma.
Research studies of public attitudes to dementia (Crisp, Gelder, Rix, Metzer & 
Rowlands, 2000) and students responses to descriptions of inappropriate social 
behaviour in people with and without a diagnosis of dementia (Wadley & Hadley, 
2001) provide some support for this view . However Benbow and Reynolds argue that 
"although AD involves changes in brain structure and chemistry, unlike other 
neurological conditions it is placed within the field of psychiatry and attracts the 
stigma of a psychiatric illness" (Benbow & Reynolds, 2000, pi 74). They suggest that 
being old, mentally ill and cognitively impaired may involve "triple jeopardy" in terms 
of stigma (Benbow & Reynolds, 2000). There is also research suggesting that a 
diagnosis of dementia may have stigmatising consequences (Shifflet & Blieszner, 
1988^
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Summary and conclusions
From this review of the existing literature around sharing a diagnosis of dementia it is 
clear that further research is needed, however some conclusions can be drawn.
Despite weaknesses in research describing current practice, it is clear that many 
professionals do not provide people with dementia with information about their 
diagnosis and prognosis and that many carers are also reluctant to share this 
information. Dementia is an illness that affects insight and comprehension, however 
research indicates that, particularly in the early stages, some people with dementia do 
have an awareness that 'something is wrong' which they try to make sense of and cope 
with. Reasons for not disclosing a diagnosis cannot be explained solely in terms of the 
person with dementia, but must also include a recognition of the role of professionals' 
and carers' responses to a difficult situation. The existing evidence does not support 
the widely feared catastrophic consequences of disclosure, but this does not mean to 
say that disclosure of a diagnosis of dementia may not be distressing and potentially 
threatening to the affected person. Professionals need to apply relevant principles they 
might use when sharing other forms of bad news. An appreciation of the wider 
context in which a diagnosis is given appears important. This would include the ways 
in which the affected person and their family understand and have coped with the 
person's symptoms and concerns prior to the diagnostic assessment, what they want to 
know and how they understand and respond to the information which is given.
A research priority must be the process and effects of sharing a diagnosis with people 
with dementia and how they and their families can be best supported in coping with 
this. Although practical and ethical difficulties of undertaking research with people 
with dementia are often emphasised, further case series reports of the process of giving 
and coping with the diagnosis and evaluating such interventions would be a "doable" 
beginning in helping to inform clinical practice. Ideally prospective studies are 
needed, using validated measures to assess peoples' levels of depression symptoms, 
self-esteem and coping before during and after receiving a diagnosis and at follow up. 
In terms of developing the research literature ftirther, studies that move beyond
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descriptive surveys are required. Both quantitative and qualitative research would 
appear potentially useful. The application and evaluation of relevant models from 
other areas of psychology would appear important in informing further research in this 
complex area.
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Abstract
Researchers are increasingly interested in the role of socio-cultural factors in shaping 
perceptions of dementia and in how these perceptions may influence responses to the 
condition. This study, using the perspective of Social Representations Theory (SRT) 
(Moscovici, 1984a; 1984b), aimed to explore how a small sample of older British 
people, without this condition themselves, perceived and described dementia and to 
examine their views on diagnostic disclosure. Qualitative approaches are particularly 
useful in exploring the personal and social meanings that particular phenomena hold 
for individuals (Smith, 1996a). Interpretative Phenomenological Analysis was used to 
analyse the transcripts of semi-structured interviews with ten older people recruited 
from groups and clubs in the community. Themes derived from the analysis included 
the way in which participants conceptualised dementia as illness, and the perceived 
implications of the condition for people with dementia and their carers in terms of 
discontinuity, awareness and disconnectedness and quality of life. The significance of 
the findings are discussed in the context of SRT and the research literature
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Introduction
Defining and diagnosing dementia
The term dementia describes a clinical syndrome or collection of symptoms rather than 
a specific disease entity. Dementia is defined by the World Health Organisation as:
" the global impairment of higher cortical functions including memory, the 
capacity to solve the problems of day to day living, the performance of learned 
perceptuo-motor skills, the correct use of social skills, all aspects of language and 
communication and the control of emotional reactions, in the absence of gross 
clouding of consciousness. The condition is often irreversible and progressive". 
([WHO], 1986, cited in Arendt & Jones, 1992, p9).
There are many different conditions that may cause dementia (McKeith, 1994, cited in 
Morris, 1996), including some whose effects are reversible if treated, such as vitamin 
deficiencies and hypothyroidism. However the two most common forms of dementia, 
Alzheimer’s disease (AD) and vascular or multi infarct dementia (MID), generally 
held to account together for the majority of cases of dementia, are currently incurable.
The International Statistical Classification o f Diseases and Related Health Problems 
(ICD-10) (WHO; 1993) and the Diagnostic and Statistical Manual o f  Mental 
Disorders (DSM-IV) (American Psychiatric Association, 1994) classify dementia in 
terms of mild, moderate and severe stages and distinguish between early and late 
onset. Making a diagnosis is a complex process that involves ruling out treatable 
causes of cognitive impairment (Lishman, 1997). In the case of AD, while a probable 
diagnosis is made while the person is alive, definite diagnosis can only be established 
by post-mortem.
The prevalence and incidence of dementia are therefore difficult to investigate.
Figures from the Alzheimer Disease Society (ADS, 1995) estimate that in the UK 
around 636 000 people are living with dementia, with this figure rising to just under
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900 000 by the year 2021 (Keady, 1996). Prevalence rates increase in relation to age, 
with a prevalence of 0.1% in the 40-65 year-old age group rising to 20% in the age 
group 80 + (ADS, 1995, cited in Keady, 1996). The major risk factor associated with 
developing dementia is increasing age. Drawing on findings from three different 
studies^ Harvey (1998) shows that broadly speaking the prevalence of dementia in 
people over 65 doubles with each five-year increase with age (Harvey, 1998 cited in 
Briggs & Askham, 1999). In the context of an ageing population in many countries, 
the projected increase in the numbers of people with dementia is perceived as a major 
social and healthcare policy issue (Whitehouse, 2000).
Different perspectives on understanding dementia
Development of the concepts o f dementia and AlzheimeFs disease (AD)
A number of writers have described in some detail how the concepts of dementia and 
AD developed during the twentieth century (Ballenger, 2000; Holstein, 2000;
Katzman & Blick, 2000; Fox, Kelly & Tobin, 1999). The history of these concepts 
highlights the considerable changes in the way in which dementia is understood that 
have occurred in the field of medical science and the relationships between these 
changing understandings and the wider social and cultural context.
AD was first conceptualised as a pre-senile dementia (Whitehouse, Maurer & 
Ballenger, 2000). At this time senile dementia was often viewed as a result of normal 
ageing and not necessarily a disease process. AD continued to be viewed as a rare 
pre-senile condition for much of the early part of the twentieth century (Whitehouse, 
Maurer & Ballenger, 2000). It was not until the 1970s that the disease was effectively 
reconceptualised to include older people with dementia (Fox, et al., 1999). This 
reconceptualisation meant that AD became the most common form of dementia 
(Katzman & Blick, 2000; Fox, et al., 1999). It also reflected changes in the way in 
which old age was viewed, with dementia becoming a pathological condition and not a 
normal or inevitable part of ageing: “The reconstitution of senility as AD transformed
 ^These studies were Hofinan, et al. (1991); Kokman, Beard, Offord and Kurland (1989) and Jorm et al. 
(1997) cited in Briggs and Askham (1999).
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the meaning of brain impairment associated with age from an inevitable process to a 
medical condition that might be delayed or avoided altogether” (Fox, et al., 1999; 
p i 5). In the U.S. this reconceptualisation of dementia in the context of concern about 
the increasing age of the population and the emergence of the Alzheimer’s Disease 
and Related Disorders Association (ADRDA) stimulated the growth of increasing 
research and public interest (Fox, 2000).
Importance of the biomedical perspective
The “modem period” of research on AD is described by Ballenger (2000) as 
“beginning in the 1970s and continuing to the present, in which technological and 
conceptual breakthroughs and the pressure of an ageing population created explosive 
interest and progress” (p83). During this period there was a great increase in research 
and research funding for the study of Alzheimer’s disease (Katzman & Blick, 2000; 
Fox, Kelly & Tobin, 1999). Research on dementia now spans many different 
biomedical disciplines. The advances in knowledge that have occurred have 
sometimes brought with them further social and ethical questions. As Whitehouse 
(2000) notes “Even the initial genetic and therapeutic discoveries are creating a 
panoply of ethical challenges” (p302).
In the field of genetics for example, two general categories of genes have so far been 
found to be associated with the development of AD (Whitehouse, 2000; Tobin, Chun, 
Powell & McConnell, 1999). The need for further research to inform genetic testing. 
and counselling for AD (which is likely to become more of an issue in the future) has 
been emphasised (Coon, Davies, McKibben & Gallagher-Thompson, 1999). Coon et 
al. (1999) identify two particularly important issues that need to be addressed: firstly 
the psychosocial vulnerability of individuals being tested and the secondly the socio­
cultural context of the AD patient and their family in which diagnostic testing occurs, 
including the beliefs and meanings AD may have for them.
Other recent advances include the development of dmgs such as Donepezil, 
Rivastigmine and Galantamine which are now available on the National Health 
Service for treating people with mild to moderate AD (National Institute for Clinical
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Excellence [NICE], 2001). The availability of the these drugs has helped to stimulate 
debate on the clinical practice of disclosing the diagnosis of AD because of the need 
for patients’ informed consent to participate in drug trials (this will be discussed 
further below). However although these drugs may be effective in temporarily 
arresting the progression of symptoms in some people with AD (Bums, Russell & 
Page, 1999) there is still no cure for this condition. Much remains that is as yet 
unknown about the likely multiple causes of AD and the nature of the relationship 
with normal ageing processes, i.e. whether there is a qualitative or a quantitative 
difference in the changes that occur.
The emergence of AD as the “flag-ship” or prototype dementia (Morris, 1996) has also 
influenced research on other forms of dementia. Some have argued that the close 
identification of dementia with AD has been unhelpful in understanding other forms 
of dementia such as MID as, unlike AD, vascular disease is potentially preventable 
(Bowler & Hachinski, 1996).
Psychosocial and socio-cultural perspectives on dementia
A variety of different approaches to dementia can be included under the psychosocial 
and socio-cultural umbrella. These tend to be contrasted with the biomedical model, 
although the two perspectives are not necessarily or most helpfully viewed as mutually 
exclusive (Holstein, 2000; Whitehouse 2000). Indeed as the above discussion 
illustrates, biomedical advances and the social, psychological and ethical issues 
involved in putting them into clinical practice are interlinked.
Psychosocial approaches to understanding dementia have been more or less influential 
at different periods in the past (Whitehouse, 2000). The most recent re-emergence of 
psychosocial perspectives on dementia occurred towards the end of the last century, 
when there was increasing dissatisfaction with and criticism of the so-called 
‘T)iomedicalisation” of dementia (Holstein, 1998; Lyman, 1989). It was argued that 
existing medical, psychiatric and psychological research focused predominantly on 
dementia as a disease to be studied in its own right, whilst largely ignoring the social 
and personal factors involved in the experience of dementia:
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“The psychiatry of old age has had an overwhelming tendency to make the brain 
rather than the personhood of the dementia sufferer its central focus of attention: 
the inquiry has been technical rather than personal” (Kitwood & Bredin, 1992; 
p270).
Where studies had focused on social factors, these tended to be highlighting the plight 
or ‘T)urden” of carers of people with dementia. There was substantial evidence to 
support the view of caring for someone with dementia as a stressful and difficult 
experience (see Wjeratne, 1997 for a review). However there was very little research 
into the experience of people with dementia themselves (Cotrell & Schultz, 1989).
This critique was to have considerable influence in stimulating further research on 
social, psychological and phenomenological aspects of dementia as important areas for 
study.
Likewise, social constructionist critiques of dementia (Harding & Palfrey, 1997) 
highlighted the usefulness of examining ‘taken for granted’ assumptions about 
dementia as part of their social and historical context. Along with the work of writers 
such as Post (1995) these writings emphasised the importance of studying concepts 
and representations of dementia at both a social and personal level because of their 
implications for determining responses to dementia and to people with the condition:
“Metaphors commonly heard in discussions of people with dementia reveal cultural
values Ethically there is much at stake in the culture’s metaphorical images of the
experience of dementia, for these images will surely shape our response to this 
growing moral challenge (Lakoff & Johnson, 1980, cited in Post; 1995 p35).
Im portant clinical issues
An awareness of biomedical, psychosocial and socio-cultural perspectives is obviously 
important in informing clinical work with people with dementia and their carers. 
Recently there has been increasing emphasis on the need for early detection and
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diagnosis in dementia to enable people with dementia and their families to make an 
informed response to dealing with the condition (National Service Framework for 
Older People (NSF) Department of Health, 2001; Briggs & Askham, 1999; ADS, 
1995). The development of drugs that may be helpful to people in the earlier stages of 
AD is one important factor that has led to this change. In the UK there has also been 
an increase in the number of memory clinics and these tend to see people at a younger 
age, and at an earlier stage of dementia than those seen in conventional older adults’ 
community psychiatric services (Luce, McKeith, Swann, Daniel & O’Brien, 2001).
An emphasis on the need for early detection and diagnosis in dementia has in turn 
raised other important issues. To facilitate earlier diagnosis and support, some 
researchers have proposed that public awareness of signs that may indicate the onset 
of AD needs to be increased (Keady & Gilliard, 1999). Diagnosing people with 
dementia at an earlier stage of the disease has also raised the important issue of 
diagnostic disclosure in dementia -  who should be told and what should they be told?
Diagnosis-giving in dementia
There has been considerable debate in the literature regarding clinical practice in 
disclosing a diagnosis of dementia (Pinner, 2000). This debate also reflects growing 
recognition of the needs and rights of the person with dementia (Downs, 1997) and 
wider trends within healthcare about providing information to patients (Vassilas & 
Donaldson, 1998).
Much of the literature on diagnosis-giving in dementia concerns the important ethical 
issues involved and clinical opinion. Major reasons given in favour of sharing a 
diagnosis include the person's intrinsic right to know the truth; that telling the carer (as 
is normally the case) but not the person with dementia themselves transfers the 
dilemma to the care-giver. Further it is argued that giving the person the diagnosis 
maximises individual autonomy and allows them to make sense of their experiences 
and to make choices regarding current treatment and decisions for the future while 
they are still able to do so (Drickamer & Lachs, 1992; McWilliams, 1998; Pinner, 
2000). Reasons against sharing the diagnosis centre around the doctor's duty to "do no 
harm" (Marzanski, 2000) emphasising that the person is already vulnerable due to
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their cognitive impairment and that inability to cope with this news may result in loss 
of quality of life and depression (Rice & Warner, 1994, Pinner, 2000) or catastrophic 
reactions such as suicide (Markle, 1993). Other important reasons are the uncertainty 
of diagnosis and prognosis; that due to their cognitive impairment the patient may not 
comprehend or remember the diagnosis or have sufficient insight to understand what 
the diagnosis means, and that the poor prognosis renders such action futile (Drickamer 
& Lachs, 1992; Rice & Warner, 1994).
Professional opinion in the literature increasingly favours allowing the person with 
dementia, in particular people with mild dementia, to decide what they want to be told 
about their condition (Downs, Clibbens, Rae, Cook & Woods, 2002). However, 
research describing current practice in diagnosis-giving suggests that many people 
with dementia are not given this choice and that many psychiatrists and GPs are 
reluctant to inform the affected person of their diagnosis and prognosis, although 
carers are much more likely to be informed (e.g. Downs et al. 2002; Vassilas & 
Donaldson, 1998, Rice & Warner, 1994). Some studies have also shown that the 
majority of carers may not wish their affected relative to be informed of the diagnosis 
(Maguire et al.; 1996; Heal & Husband, 1998), though others have found this not to be 
the case (Barnes, 1997).
Research on preferences of people without the condition has provided one way of 
exploring this issue, whilst avoiding the serious ethical and practical constraints 
involved in conducting research with people with dementia. Typically such studies 
have involved using vignettes describing the case of a person with dementia and asked 
respondents to complete a questionnaire on their views as to whether the affected 
person should be told their diagnosis, their own preferences were they to be in a 
similar situation and to endorse reasons for their views (Holroyd, Snustad &
Chalifoux, 1996; Erde, Evan, Nadal & Scholl, 1988). The vast majority of 
respondents in these studies indicated that they would want to be told their diagnosis 
were they to be in this situation (Holroyd, Snustad & Chalifoux, 1996; Erde, Evan, 
Nadal & Scholl, 1988). However the questionnaire formats only allowed limited 
exploration of their reasons for their views.
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Some parallels can be drawn between diagnostic disclosure and the issue of genetic 
testing for AD described above. While Coon et al. (1999) have emphasised the 
importance of using theoretical frameworks to understand the psychological impact of 
genetic testing for AD on the individual and their family, application of existing 
psychological theory on coping with major health threats to the issue of diagnostic 
disclosure in dementia has been limited as yet, although a number of writers have 
highlighted the need for further research in this area. One important area in which 
there has been limited research to date is the meaning that a diagnosis of dementia has 
for those affected and their families, although people’s understandings and beliefs are 
increasingly recognised as being important in the way they experience and respond to 
illness (Radley, 1994) and chronic illness in particular (Conrad, 1990). Despite 
Lyman’s (1989) identification of the importance of understanding more about cultural 
definitions and social conceptions of dementia, research to date has been limited, 
perhaps because such perceptions seem ‘obvious’. As Post (1995) notes:
“ It is generally easier to scrutinise the metaphors and analogies of cultures other 
than our own because they leap out at us as odd. But we must equally scrutinize 
our own metaphors and analogies, because these define our interpretation of the 
world and of people with dementia” (p 36-37).
Knowledge and beliefs about dementia
A brief review of the large published literature on dementia, demonstrates how much 
attitudes and understandings of dementia have changed among researchers during the 
past fifty years. This raises the question of whether understandings and attitudes have 
also changed among people in the general population, outside academic research or 
the medical communities.
Existing research on knowledge and beliefs about dementia tends to fall into two 
categories. Firstly a small number of studies have used postal questionnaires (all 
focusing on Alzheimer’s disease) to assess levels of factual knowledge about the
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condition among carers (Graham, Ballard & Sham, 1997; Werner, 2001) and older 
people living in the community (Price, Price, Shanahan & Desmond, 1986). These 
studies have typically reported low levels of knowledge about the condition and 
emphasised the need for programmes to increase public awareness. However the use 
of this methodology does not allow respondents’ views to be explored in detail, and it 
may be argued that such studies indicate more about the researchers’ perceptions of 
dementia than the respondents’.
Secondly some qualitative studies have attempted to explore perceptions and 
understanding of dementia among carers of people with the condition (Levkoff, 1997; 
Askham, 1995; Politt, 1994; Pollit, O’Connor & Anderson, 1989). These studies 
indicate considerable diversity in carers’ perceptions and understanding of dementia 
suggesting that the ways they make sense of dementia symptoms may differ 
substantially from those of health professionals.
Given that older people are most at risk of developing dementia, and many older 
people care for an affected spouse, it appears particularly important to examine the 
meaning of dementia for older people. Some writers have reported that fear of 
conditions such as AD is common among healthy older people (Job, 1992). It has also 
been suggested that older people’s beliefs about dementia may be particularly 
associated with shame and stigma reflecting earlier attitudes to mental illness which 
have changed (to some extent) in recent years (Coon et al, 1999). However, while 
conjecture is common, to date there is little actual research on this topic.
Theoretical framework -  Social representations theory
Social representations theory (SRT) (Moscovici, 1984a, 1984b) offers a relevant and 
appropriate theoretical framework for studying the meaning of dementia among older 
people. The theory suggests that individuals’ ways of knowing about the world have 
their origins in collective representations that make the world tangible (Moscovici, 
1984a).
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“Social representations can be thought of as constellations of beliefs, social 
practices and shared knowledge which exist as much in individuals’ minds as in 
the fabric of society” (Morant, 1998, p.668).
Moscovici (1988a) emphasises the dynamic and changing nature of these 
representations and the way in which they develop through social interaction and 
communication. SRT proposes that people’s everyday views of the world are shaped 
by ideas originating in various fields of modem life such as science and medicine. 
Social representations enable unfamiliar social objects, events or persons to be placed 
within a familiar categorical context and so given meaning (Augoustinous & Walker, 
1995). Social representations therefore make the world sensible and accessible 
through the processes of anchoring -  mcovpoxdXm% new elements of knowledge into a 
network of more familiar categories -  and objectification -  making the abstract 
concrete. SRT thus attempts to explain the way in which scientific knowledge is 
transformed into everyday knowledge.
There has been increasing interest in SRT as a promising and potentially productive 
framework from which to approach health-related topics (Morant, 1998b; Flick,
1998). Although SRT has been used as a theoretical framework for other studies on 
people’s perceptions and understandings of mental illness (e.g. Morant, 1998a) it has 
not previously been applied to the study of perceptions of dementia.
Summary and research aims
Existing research on important clinical issues such as diagnostic disclosure in 
dementia is at an early stage and so far has tended to be descriptive and often 
atheoretical. To date the application of relevant psychological theory around coping 
with health threats to understand and inform diagnostic disclosure in dementia has 
been limited. One important aspect of understanding people’s preferences regarding 
receiving a diagnosis of dementia is an appreciation of the socio-cultural context in 
which such decisions are made. This would include people’s beliefs and perceptions 
about dementia and the meaning that a diagnosis of dementia has for them. Older
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people are most likely to develop dementia. In addition many older people will care 
for a spouse with the condition. As yet little is known about how older people 
perceive and understand dementia. Social representations theory from the field of 
social psychology provides a suitable framework for exploring the way in which 
people have developed an understanding of dementia.
The aim of this study is therefore to explore social representations of dementia among 
a group of healthy older adults. The content of these representations and the way in 
which they have developed will be explored with particular reference to social 
representational processes. Within this context, participants’ views on hypothetical 
diagnosis giving will also be examined.
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Method
In recent years there has been increasing interest amongst psychologists in using 
qualitative methods to explore research questions in the fields of health (Murray & 
Chamberlain, 1999) and mental health (Smith, 1996a). An important principle which 
has re-emerged from the debate about the relative merits of quantitative and qualitative 
approaches within social science is the need for research methods and procedures 
which are appropriate to the particular research questions being addressed (Elliott, 
Fischer & Rennie, 1999).
The field of qualitative enquiry includes a variety of research approaches (Smith,
Harre & Van Langengrove, 1995) which have developed from different philosophies 
of knowledge, such as symbolic interactionism and phenomenology, distinct from the 
positivism underlying quantitative methods. As such, qualitative approaches have 
particular strengths in answering research questions focusing on the personal and 
social meanings specific phenomena and experiences have for individuals. As Smith 
(1996a) notes: “Qualitative approaches are generally concerned with exploring, 
understanding and describing the personal and social experiences of participants and 
trying to capture the meanings particular phenomenon hold for them. [....] Qualitative 
approaches are particularly useful when the topic under investigation is complex, 
dilemmatic, novel or under-researched and when there is concern with understanding 
processes, not measuring outcomes” (p. 417).
The variety of quantitative and qualitative approaches that have been used in the study 
of social representations reflects the way in which social representations have been 
conceptualised as “rich and complex phenomena” (Breakwell & Canter, 1993). There 
has recently been renewed interest in using qualitative research methods to explore 
social representations (Flick, 1994; 1998). Describing the emergence and influence of 
a “cultural object”, such as the concept of dementia, is possible by asking people to tell 
their “personal narrative” or version of the story of a phenomenon, to provide a more 
detailed description of the object under study (Flick, 1994). Flick (1994) argues that 
as everyday conversations are not always accessible for study “we should try to
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stimulate and simulate parts of this babble in interviews that do not lay the stress on 
standardisation and large samples, but leave room for the unfolding of the 
interviewee’s view points and the way they re-create reality pr the parts of it that are 
under study” (p. 189).
Analytic strategy
Interpretative Phenomenological Analysis (IPA) (Smith, 1996b) is a qualitative 
research methodology that is being increasingly used in health psychology studies.
IP A is suited to exploring how people understand phenomena such as illness as the 
aim of this analytic approach is to explore in detail the participant’s thoughts and 
beliefs about a particular topic (Smith, 1996a). This approach shares with SRT an 
emphasis on the importance of meaning: IPA “is about attempting to discover 
meanings, not eliciting facts” (Smith, Flowers & Osborn, 1997, p.68). IPA is 
therefore phenomenological in that it is concerned with understanding an individual’s 
own subjective perceptions of events and objects, rather than trying to provide 
objective accounts of the events and objects themselves (Smith et al., 1997). 
Accordingly IPA attempts to adopt as far as possible an “insider’s perspective” on the 
phenomenon under study (Smith et al., 1997).
IPA is concerned with what the participant thinks or believes about the topic under 
investigation. In contrast to methods such as discourse analysis (Coyle, 2000) 
underlying cognitions are viewed as potentially accessible for study (Smith, 1995). 
While recognising the importance of language and context in helping to shape 
participants’ responses (Smith, 1995) and that a person’s thoughts are not directly 
available from an interview transcript, “IPA engages in the analytic process with the 
hope of being able to say something about that thinking” (Smith et al., 1997, p70).
IPA can therefore be seen as adopting a version of the “critical realist” epistemological 
perspective. This position on the status of cognition is consistent with SRT as along 
with the emphasis on the social nature of representations and their development 
through communication, representations are conceived as cognitive concepts which 
are located in the minds of individuals as well as being found in the social world 
(Moscovici, 1984; Augoustinos & Walker, 1995).
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In IPA research activity is viewed as a dynamic process (Smith, 1995). The researcher 
is attempting to make sense of the participant’s personal and social world, but it is 
recognised that they cannot access this directly through a transcript. Instead the 
researcher’s own perceptions and interpretations are required to attempt to understand 
the participant’s world through a process of sustained engagement with the data 
(Smith et al. 1997). “The resultant analytic account can therefore be said to be the 
joint product of the reflection by both participant and researcher” (Smith, et al. 1997, 
p.69).
IPA is a method that allows the complexity and diversity of individuals’ accounts to be 
retained (Jarman, Smith & Walsh, 1997). But it also allows the researcher to examine 
the way in which participants’ beliefs maybe shared (Smith, Jarman & Osborn, 1999). 
This dual perspective is important as existing social representations research has been 
criticised for presupposing consensus and using analytic approaches that ignore 
diversity (Augoustinos & Walker, 1995).
Ethical Issues
Ethical approval for the study was received from the University of Surrey Advisory 
Committee on Ethics in May 2001. Given the sensitive nature of the research topic, 
consideration of ethical issues was important in informing both the recruitment of 
participants and the way in which the research interviews were conducted. Previous 
research on the attitudes of people towards dementia and hypothetical diagnosis-giving 
has employed postal or self-administered questionnaires (Holroyd et al. 1996; Erde et 
al. 1988). Given that both these studies reported small numbers of participants 
experiencing significantly negative responses, this study’s interview methodology was 
felt to be a more appropriate way of exploring a potentially distressing topic, as it 
allowed the researcher to monitor the impact of the interview on the research 
participants.
Exclusion criteria meant that individuals who were currently receiving support from a 
mental health service, had received a diagnosis of dementia themselves or were known
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to have serious concerns about dementia in relation to themselves or others were not 
approached to participate in the study. In the talks given to introduce the research and 
in the information provided about the study, it was emphasised that people should not 
participate if they had serious concerns about dementia in relation to themselves or 
others, rather it was suggested that if this was the case they contact their GP or the 
Alzheimer Disease Society public telephone helpline (see Appendix 1). While this 
strategy was successful in ensuring that the older people who participated did not 
experience the interviews as distressing, it meant that the perspectives of older people 
with dementia or serious concerns about the condition were unable to be accessed and 
included in the study.
Participants 
Recruitment Strategy
The participants were recruited from five community clubs/ groups for older people in 
the South West London. The researcher contacted the manager or chairperson of each 
club or group by telephone and then by letter to introduce and explain the project. The 
acceptability and appropriateness of recruiting potential participants through the group 
was then discussed.
The recruitment strategy varied slightly depending on what was agreed with the 
manager as the most appropriate way of presenting the research project to the older 
people attending the group. In two cases, after permission from the manager/ 
chairperson had been obtained, the researcher attended the club/ group and gave a 
brief talk to present the research, answer questions and invite potential participants to 
take part. Following this, the information sheet providing details about the research 
was distributed to potential participants and arrangements were made for contacting 
those who were interested to discuss whether they wished to arrange an interview once 
they had had time to consider participation. In three cases it was felt that a general 
presentation would not be appropriate, but the manager identified people attending the 
club who met inclusion criteria whom they thought might be interested in 
participating. The researcher approached these older people individually and if they
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were interested explained the project and provided a copy of the information sheet. 
Again arrangements were made for contacting those who were interested to discuss 
setting up an interview once they had had time to consider participation. Whether the 
project was presented at a group or individual level, the researcher emphasised that the 
older people approached were free to decide that they did not wish to participate, or to 
withdraw at any time if they changed their mind.
A purposive sampling approach was used to guide the recruitment and selection of 
participants. The aim was to interview participants who varied on potentially relevant 
dimensions such as age, education, social class and experience with people with 
dementia. The objective was not to ensure a sample that was representative of the 
population to support generalizability of results as in a quantitative study (McCracken, 
1988). Rather the aim was to try to obtain a range of instances appropriate to 
understanding the specific group of interest: older white British people without 
cognitive impairment (Elliott, Fischer & Rennie, 1999). This limited focus was 
chosen as SRT suggests that representations of dementia might vary between different 
ethnic groups.
The first two pensioners’ groups approached were largely attended by highly educated 
older people, including a number of retired professionals. Five of the seven 
participants recruited fitted this profile. The researcher decided that a different 
strategy was required if she wished to access the views of non-professional older 
people who had received less formal education. The managers of four luncheon clubs 
were therefore approached and a further three participants recruited.
Three of the older people (one man and two women) who initially expressed an 
interest in the project decided they did not wish to participate. Two reported that they 
felt it would not be worth taking part as they felt that they did not know enough about 
the subject of the research and the other cancelled the interview due to illness and did 
not wish to reschedule.
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The final sample consisted of two male and eight female participants. Participants’ 
ages ranged from 60 to 82. The mean age of the participants was 71.6 years, with five 
participants in their sixties, two in their seventies and three in their eighties. More of 
the participants had been in higher education than is typical of older people. Most of 
the participants had also had some experience/ contact with people with dementia. 
Only two of the participants were male. Further demographic details about each of the 
participants are given in Table 1 overleaf.
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Table 1. Descriptive data on research participants
Participant Sex Age Mlarital
status
Education Previous occupation^ 
[all participants 
were now retired]
Experience with people with 
dementia
PI
Mrs Anderson
F 64 Married Degree Professional Contact through church work
P2
Miss Brown
F 74 Single Diploma Professional Contact through work in NHS
P3
Mr Carter
M 65 Separated GCE
0-levels
Intermediate Live-in paid carer for person with 
dementia for 1 year.
Contact through voluntary work in 
groups for older people.
Nursing work in psychiatric hospital
P4
Mr Davis
M 60 Married Degree Intermediate Main carer for four years of relative 
with dementia.
Contact through work on benefit 
entitlement
P5
Mrs Elliot
F 69 Divorced Degree Professional Contact with people with dementia 
through health-related work and 
through experiences with fiiends
P6
Mrs Foster
F 80 Widowed Left school at 14 
no formal 
qualifications
Skilled non-manual Contact with people with dementia 
and their carers through attending 
carers’ group whilst caring for 
physically fi-ail parent.
P7
Mrs Goodison
F 73 Widowed Left school at 15 
no formal 
qualifications
Skilled non-manual Contact with neighbour with dementia
P8
Miss HiU
F 67 Single Left school at 16. 
Vocational 
qualifications in 
book keeping
Skilled non-manual No direct contact with people with 
dementia
P9
Mrs Ingram
F 81 Widowed Left school at 14 
no formal 
qualifications
Semi-skilled Main carer of husband with vascular 
dementia for 4 years
PIO
Mrs Jones
F 82 Widowed Left school at 16 
no formal 
qualifications
Skilled non-manual Helped to care for relative with 
Alzheimer’s disease
* AU names and identifiers have been changed
 ^Previous occupations were classified using Registrar General’s Classification o f Occupations (1980). This is an approximate 
classification as many o f the participants had held a number of different types o f jobs during their working lives. Where a 
participant had held jobs falling in a number o f different categories the ‘highest’ level classification o f these was used.
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Procedure
Interviews took place in the participants’ homes and lasted from between three- 
quarters of an hour to an hour and a half. Prior to the interview each participant read 
and signed the consent form explaining the confidentiality procedures (see Appendix 
2). A brief demographic questionnaire was completed with the participants. The 
semi-structured interview schedule was then administered (see Appendix 3).
The interview schedule was designed to explore participant’s perceptions and views 
on dementia and its development was informed by consideration of SRT. The 
schedule was designed with the aim of exploring possible social representations of 
dementia; their development, content and social representational processes of 
anchoring and objectification. The schedule questions were informed in part by 
Flick’s (1994) “episodic interview” approach. This is a form of semi-structured 
interview that has been developed to study social representations and their 
development by using questions which attempt to access both narrative and semantic 
aspects of the participants’ everyday knowledge (Flick, 1994). The main areas 
covered in the schedule included participants’ current concepts of dementia and its 
effects, experiences with people with dementia, any changes in their understanding of 
dementia and participants’ views on the issue of diagnostic disclosure. A vignette 
developed from those used in previous studies (Holroyd et al., 1996; Erde et al., 1988) 
was used to stimulate discussion on diagnostic disclosure (see Appendix 4).
The semi-structured nature of the interview and the use of open-ended questions 
allowed participants to influence the direction of the interview and to add to the topics 
covered by the interview schedule other areas they saw as relevant. Interviews were 
audio-taped and later transcribed with identifiers such as names and places deleted or 
replaced with pseudonyms to protect participants’ anonymity.
Stages of Analysis
In IPA the analysis is developed from the researcher’s sustained engagement with the 
text and a process of interpretation (Smith, 1995). The analysis proceeded on a
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transcript by transcript basis. The analytic process involved repeated readings of the 
individual transcript with notes being made with each reading that included identifying 
points of interest, attempts at summarising the ideas expressed, connections and 
preliminary interpretations. Further readings and these initial thoughts were used to 
help generate more abstract emerging theme titles attempting to capture the concepts 
that were found in the text. These themes were then listed and clustered together into 
themes and sub-themes based on the connections between them to produce a table of 
themes for the individual transcript. At each stage in this process the researcher 
referred back to the text of the original transcript to ensure that the themes generated 
reflected what was found in the actual data.
This process of in depth analysis was repeated to provide individual tables of themes 
for the first four transcripts. These were used to develop a consolidated table of 
themes, again involving repeated reference to the individual transcripts to ensure that 
the themes in this consolidated table were supported in the texts. This master table of 
themes was used to support analysis of the remaining interview transcripts. However 
analysis of each of these transcripts again involved a process of careful reading and 
reflection to detect new themes as well as instances of the themes already identified. 
The cyclical process of analysis was continued until a final master table of themes was 
produced accompanied with appropriate instances from the original accounts.
Evaluating the Analysis
Elliott, Fischer and Rennie (1999) note that general guidelines for evaluating the 
quality of research, such as use of appropriate methods, respect for participants, clarity 
of presentation and contribution to knowledge may be applied to both quantitative and 
qualitative research studies. However, it is widely recognised that many other criteria 
traditionally used to evaluate quantitative research such as reliability, generalizability 
and validity cannot be meaningfully applied to qualitative studies (Willig, 2001; Elliott 
et al, 1999). These concepts are derived from assumptions about the nature of 
knowledge and the research process, such as researcher objectivity and the importance 
of representative samples, which are often incompatible with the assumptions that tend 
to inform qualitative research. The need to find appropriate ways of evaluating
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qualitative research has led to alternative, more relevant criteria to be proposed (e.g. 
Elliott et al, 1999; Smith, 1996; Henwood and Pidgeon, 1992).
Although there are differences between criteria proposed by different writers, these 
criteria share an emphasis on a number of key areas (Willig, 2001). These include 
presenting the research process and resulting analysis in a clear and systematic way, 
demonstrating the links between data and analysis and making explicit the role of the 
researcher, the circumstances of the participants and contexts in which the data were 
generated. By making the research process open and auditable in this way, the reader 
is enabled not only to judge for themselves the coherence and “persuasiveness of the 
argument being presented” (Smith, 1996, p. 420) but also to assess the relevance and 
limitations of the study for wider application.
The guidelines for good qualitative research proposed by Elliott et al. (1999) were 
drawn on to inform the research process, evaluation, and written presentation of this 
study. Elliott et al’s (1999) guidelines emphasise the importance of owning one’s 
perspective, situating the sample, grounding the analysis in examples, providing 
credibility checks, providing a coherent analysis, being clear about the type of task the 
research aims to accomplish and providing an analysis that resonates with readers.
Given the researcher’s key interpretative role, recognition of the researcher’s own 
personal perspective and position in relation to the research topic is clearly important. 
As a clinical psychology trainee and in prior posts working as an assistant psychologist 
and as a care assistant, the author gained considerable experience of working with 
older people with dementia. It is therefore possible that particular attention was paid 
to themes in the participants’ accounts that resonated with her own perceptions and 
experiences.
One method for checking the credibility of the themes produced through the 
researchers’ interpretative engagement with the interview data was to use another 
analytical ‘auditor’ to review the analysis and supporting data (Elliott et al, 1999). The 
aim here is to ensure that analysis is based on the participants’ accounts “keeping close
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to the data” (Lyons, 1999) rather than the researcher’s own perceptions being 
imposed. As Smith (1996) notes, ascertaining whether the researcher’s interpretations 
are warranted by the data, differs significantly from the more familiar concept of inter­
rater reliability found in quantitative research:
“The independent auditor is attempting to ensure that the account produced is one that 
is credible and warrantable based on the data collected, but not necessarily the only or 
definitive account which could be produced. So an independent audit is not 
attempting to suppress alternate readings or necessarily to reach a consensus; it is 
attempting to validate one particular reading” (Smith, 1996, p i93).”
As part of the analytic process the researcher’s supervisor, a psychologist experienced 
in the use of IPA with an academic background in social and counselling psychology 
research, undertook a detailed reading of the first interview transcript and the analysis 
and table of themes for this interview produced by this researcher. Comments and 
feedback were provided to ensure that the analysis developed was consistent with the 
IPA methodology and reflected what was being found in the accounts. At a later stage 
of the analytic process a clinical psychologist with experience of qualitative research 
was able to look at the transcripts and the final analysis produced by the researcher to 
provide additional feedback.
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Analysis
A detailed discussion of all of the themes is not possible here, therefore a selection 
will be presented. The analysis produced a number of themes concerning processes by 
which participants appeared to try to make sense of dementia and to communicate their 
understanding. Related to these process themes were themes attempting to capture 
aspects of the shared content of the participants’ understandings. One of the processes 
by which participants appeared to make sense of dementia related to using a variety of 
more familiar categories/ concepts to try to understand the condition. The researcher 
was particularly interested in this process, given the parallels with SRT and the 
processes of anchoring and objectification.
Dementia as illness
All the participants used the concept of illness to define and describe dementia, 
although this was implicit or explicit in their accounts to varying degrees. From the 
perspective of social representations theory, this involved both processes of anchoring 
and objectification. This theme might appear obvious or self-evident to the reader, as 
it reflects probably the dominant way of conceptualising dementia within psychology 
and perhaps contemporary British society in general. However the ways in which 
participants conceptualised dementia as illness varied in a number of respects. 
Intertwined with this theme were also the themes of ‘normal-abnormal classification’ 
and the theme of ‘relationship with ageing’. Some participants explicitly described 
dementia as an illness affecting mental abilities distinct from old age, which was 
viewed as a more normal process of primarily (but not completely) physical 
deterioration.
I: ” Do you think that dementia is different from old age or.. ? ”
P: “Oh no, no old age is old age, you are physically declining.. .your bodily
functions if you like. I mean I know people of ninety who are bright as a button.
I know a blind chap, George, he’s 84 and he’s totally blind, has been for a long
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time. And he copes with all his banking affairs and investments and things, [ . . . f  
But you know, apart from his body getting old and his getting tired, he can carry 
out a very intelligent conversation. So no, old age is just old age and people age.” 
I: '‘So you think old age is different from dementia? ”
P: “Oh yes, yes. Dementia is a sickness of the mental faculties”.
(Mr Carter, 65)
Classifying dementia as an illness differentiated it as abnormal and distinct from old 
age and therefore not an inevitable part of normal ageing. This view was supported in 
a similar way by another participant who also referred to an exemplar of mental health 
in old age to make her point that ageing was not inevitably accompanied by mental 
decline.
“You can’t say because you’re growing old that that is, I mean this is an illness, is 
really an illness. This is a disease it’s not old age, I mean look at the Queen’s 
mum. She’s gone a hundred isn’t she? And I mean look at her going to the races 
and that, I mean you know she’s old but she’s got her senses hasn’t she, so you 
can’t say it’s a... I mean how would you put it, is it one in every ten?”
(Mrs Goodison, 72)
A somewhat contrasting view was expressed explicitly by two of the participants, but 
appeared to be implicit in a number of other participants’ accounts. These participants 
conceptualised dementia as an illness that happens in old age. They also perceived 
dementia as an illness, but explicitly linked the development of the illness to the 
ageing process. Dementia was perceived as one of the many possible illnesses 
resulting from the physical deterioration associated with ageing, “it just happens to be 
where the old age hits you” (Miss Brown, 74).
“I: Do you think that dementia is different from old age?
P: No, just one of the problems of old age.
 ^Transcript notation: Three dots in brackets [ .. .] is used to indicate that less relevant text has been 
omitted in the interest o f  enhancing clarity and saving space.
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I: Can you expand on that fo r me?
P: Well it’s one of the things that happens, we all deteriorate a bit as we get older 
and it’s one of the ways in which it can happen. There are other ways too and 
rheumatism is one that affects an awful lot of people, and emphysema too is 
another one, lung problems and cancer too, the increase in cancer is partly due to 
people living longer, and they die of cancer. So I just think dementia is one of the 
things that will be more prevalent, because people are living longer.”
(Mrs Elliott, 69)
Participants’ perceptions of the relationship of old age to dementia were complex and 
will be returned to later.
Perceptions of causes of dementia
Participants’ grounding of dementia in illness included their perception of a physical 
disease process underlying the symptoms.
“P: She was another sweet lady. She’d got a loving family and she was just 
hanging on really, on that borderline of moving to what I would call dementia and 
so she would be in and out all the time. So sometimes she would know who I was 
and other times she wouldn't sort of thing. She was still reasonably happy, she 
would talk about her younger days. [...]
I: But you fe lt that something had changed?
P: Well yes, obviously part of her brain was deteriorating.
(Mr Carter, 65)
Almost all of the participants’ described physical changes in the brain as involved in 
causing dementia, reflecting current scientific understanding. However, although this 
idea of brain changes as involved in causing dementia was shared, the individual 
participants’ understandings and elaboration of the nature of and reasons for these 
changes were varied. (To gain a fuller idea of the diversity as well as the similarities 
of views expressed by participants on possible causes of dementia see Appendix 5).
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Two of the participants who had been carers explicitly drew on images/ explanations 
that had been given by medical staff. Mrs Ingram had been told by the doctor that her 
husband was experiencing “mini-brain strokes” however this did not seem an entirely 
satisfactory explanation to her as to why he had been affected.
“Well as I said to you before, I understand that the blood isn't feeding the brain. 
Well how is it that it doesn't? Is it not pumping up there properly, because he'd 
never been told that he'd got a bad heart. His health was pretty good, it was only 
that, so I don't know what set it off or why or what made it start.”
(Mrs Ingram, 81)
She wondered herself whether this was associated with him having anaesthetic for an 
operation after which changes had first become very apparent. Mrs Jones had been 
told following the autopsy on her sister-in-law who had suffered from Alzheimer’s 
disease that her relative’s brain “was like a dried up cauliflower”, an image she 
repeated and elaborated a number of times during the interview.
“I think there was some sort of medication she was on but of course gradually you 
know the brain evidently shrinks, you know like a cauliflower when you leave it 
and it goes bad. I should imagine that's what they meant.”
(Mrs Jones, 82)
Changes in the brain were not the sole cause proposed by participants, perhaps 
reflecting the fact that this did not explain why these changes had occurred. Three 
participants perceived dementia as possibly inherited. Five also perceived a possible 
role of environmental/ psychological factors. Such factors included stress, 
bereavement, or attributes of the affected person, such as personality or high 
intelligence “whether you tax your brain”. These possible ‘psychosocial’ causes 
tended to be based on examples of people the participants had known with the 
condition, however participants were typically less certain about these factors.
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“Well it indicates to me that the brain’s gone out of control and the actual person 
no longer appears to be there. They don’t recognise people, they might even go 
back to being in their childhood, or to happier days in their life, which made me 
think sometimes that it’s the brain’s protection against unhappiness. I’ve known it 
happen after one of the partner’s has died for example and that seems to bring it 
on and they don’t want to face up to being on their own, so they fantasise, and that 
seems to...I don’t know it’s a strange thing”.
(Mr Carter, 65)
In four of the participants’ accounts a particular concern appeared to be trying to 
understand why the individual they knew had developed dementia. This appeared to 
the researcher to be searching for a reason why, a way of making sense of something 
that seemed inexplicable, rather than a just a cause.
“but she was such a gentle lovely sweet person and she had everything to live for, 
lovely husband, money, car, nice flat that looked out on the park, two wonderful 
children that never caused her any trouble. And yet she went like that.”
(Mrs Jones, 82)
It is important to note that accompanying participants’ beliefs and theories about 
causes of dementia was the frequently expressed view that the causes of dementia in 
general were not understood, by the participants themselves or by the medical 
community. This current lack of medical understanding was specifically related to the 
lack of a cure. All of the participants viewed dementia as incurable. Most saw there 
as being no medical help for dementia at all, although two of the participants were 
aware that there was a treatment now available which might help people in the earlier 
stages of Alzheimer’s disease if they were able to get the medication. Views about 
dementia as an illness without cure appeared to be important to participants’ views on 
diagnosis-giving and will be discussed later under that section.
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Dementia as madness/mental illness
Dementia was most commonly categorised by participants as a form of mental illness. 
This appeared to fit with participants’ views of dementia as resulting from changes in 
the brain and their knowledge of the effects of dementia on people’s mental abilities. 
As a mental illness dementia was perceived by a number of the participants to be 
associated with less understanding, acceptance and sympathy from others than 
physical illness.
“But mental illness has always been a trouble, in the perception of other people, as 
to how they understand and react to it, because unless you’ve experienced mental 
illness, had a personal experience of it, you really don’t understand what it’s like.
I mean I’ve suffered from depression since I was a child, for what reason or not I 
don’t know. But all my life I’ve suffered from a depression or anxiety state, so I 
have a great understanding and patience with people who suffer. And I get very 
angry with people who say “You’ve got to give yourself a swift kick and get 
better”, who’ve got absolutely no patience or tolerance with someone who is not
mentally well. Whereas if you’ve got a broken leg or something like that.....
Same with back ache actually, it’s not perceived. I mean I’ve got four prolapsed 
discs, but somebody yesterday [...] said “You look fit enough!”
(Mr Carter, 65)
This participant relates the experience of dementia to more familiar concepts, in this 
case his own experience of functional mental illness and ‘invisible’ physical illness 
that is not recognised or acknowledged as illness by others.
While a number of participants felt that attitudes to mental illness in general and 
dementia in particular had changed during their lifetimes, with an increase in openness 
and awareness there was a perception that a certain amount of stigma and concealment 
still remained.
“It is a sort of heart-breaking disease isn’t it? Heart-breaking. And it’s sort of 
still sort o f .. .quite a lot of people still think anything mental just goes under the
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carpet. Whereas if you have your arm off you get a lot of sympathy. It is really 
sort of brushed under and you don’t, well I suppose the younger generation accept 
it more. It used to be so disgraceful if anyone had mental trouble, mental trouble, 
well perhaps that’s why it wasn’t heard so much about, you know.”
Mrs Forster, 81
“It may still have a slight stigma, because not so long ago, anyone who was 
mentally afflicted was put away [gestures], out of sight, out of mind. I think it’s 
taking a long time to get rid of that and we are not completely rid of it”
Miss Brown, 74
Two of the participants categorised dementia in terms of madness, quite literally losing 
your mind. This type of language was associated with a particularly negative 
emotional response
I: What does the concept o f dementia mean to you?
P: Well madness really. I know It’s not a very nice thing to say, I don’t know if 
that’s right, but madness, losing your mind”.
(Miss Hill, 67)
Two of the other participants (Mrs Elliot and Mrs Anderson) emphasised that they did 
not understand dementia as madness themselves, but felt that this was the way in 
which others perceived dementia. These participants reported that they had 
reservations about using the term dementia because of the stigma and negative 
associations of madness/mental illness, in particular fear, that they perceived to be 
attached to it. One of these participants viewed dementia specifically as a physical 
illness, explicitly distinguishing it from mental illness and in particular expressing the 
view of that the term dementia itself was misleading to describe this kind of condition 
because it implied madness.
“Well I would say that senile dementia is a problem of old age and is not a mental 
illness. And I always argue that a category of beds in hospital for the elderly is
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EMI usually, I don’t know whether they still use that, but they did for a while, and 
it’s elderly mentally infirm really, but quite a lot of people think it’s elderly 
mentally ill and they usually, well they’re always under a psychiatrist, and maybe 
some of the problems are psychiatric, but I don’t think they are really. And I 
don’t think that they should be categorised as mentally ill, but infirm and suffering 
from a problem of old age, a deterioration due to old age, that should be classified 
that way.”
(Mrs Elliot, 69)
Relationship with ageing and relevance to self
Many of the participants’ views about the precise nature of the relationship between 
dementia and ageing were complex and did not always appear clear to the researcher. 
For instance, distinguishing between dementia and old age as a disease on one hand 
and normal ageing on the other suggests a clear distinction between the two. However 
in practice, there was not such a clear distinction for many of the participants. 
Particularly given the fact that although ageing was primarily associated with physical 
deterioration, ageing was also felt to be a cause of changes in mental abilities. Many 
of the participants reported the view that memory changes in particular were expected 
in old age and normal.
Perhaps not surprisingly this distinction appeared very relevant to participants’ own 
experiences of changes in their mental abilities and in particular their memory which 
they had noticed with ageing. Whilst two of the participants had been sufficiently 
concerned about these perceived memory changes to seek advice from the GP in the 
past (neither had had their memory changes diagnosed as dementia) most did not 
appear particularly worried, but had perhaps what might be described as a watchful 
awareness, attributing the changes to normal forgetting or normal ageing, but at the 
same time aware that there was a possibility that these might represent the early signs 
of more serious illness/ dementia.
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“Well, I do hope, I just hope I don’t get it. You er, I mean whether it’s habit or 
whether it’s .. .you do worry a bit because I mean I do sometimes, I think oh I’ll 
have to write that down because I know I shall forget it. But whether that’s habit 
or whether that’s because you fear that, you know, you’re going to lose your 
.. .memory, I don’t know, but I do write myself notes. And you know I might be 
sitting here like T better go and get that’ and I go in the bedroom and I forget what 
I went in for! But whether it’s because of lack of concentration, that you feel 
you’ve got to concentrate all the time, or whether I’m thinking of two things at 
once... you know what I mean?
(Mrs Goodison, 72)
A number of the participants reported that they and other older people responded to 
personal memory lapses by joking that they were developing dementia.
I: I've used the word dementia but is that a word you would use to describe this 
condition?
P: Yes I would use the term dementia, senile dementia. It’s like when I can’t 
remember something and I say, 'I must be going senile’. It doesn’t worry me if it’s 
something I don't know [...] but when it's something I know I know, like people's 
names on the TV, that worries me. My friends are the same when they can't 
remember something or think of a word they say 'I must be going senile' and make 
a joke about it. It's not very nice really.
I: They make a joke about it?
P: Yes, I think because it's frightening really. But when my friends say that, I think 
oh it's not just me. And sometimes when they can't think of the word I can.
(Miss Hill, 67)
A couple of the participants also did this when they were unable to remember 
something during the interview. Here Mrs Elliot was trying to remember the name of 
Iris Murdoch whom she and three other participants associated with Alzheimer’s 
disease.
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Oh yes well lots of those an d  erm dementia coming on, I can’t remember
the name! [laughing] What was the famous author who died recently?”
(Mrs Elliot, 69)
One of the participants. Miss Hill, who was very open about her own worry about her 
memory and fear of developing dementia herself, saw this use of humour as a defence 
against underlying anxiety on the part of herself and others. However none of the 
other participants reported seeing their use of humour in this way, for them it appeared 
a way of dismissing a memory lapse as anything more serious.
Miss Hill’s quote above also illustrates the way that many participants used social 
comparison to evaluate the significance of their own perceived memory lapses. 
Participants appeared to use social comparison in a number of different ways. Making 
comparisons between their own and their peers’ memory performance could be a 
source of reassurance that the lapses represented nothing more than normal ageing if 
others of a similar age experienced the same problems. However social comparison 
could also be a source of concern.
“I might be heading towards that because I’m getting hopeless, my memory is 
gone. It happened as a result of a shock when my son was killed at the age of 
seventeen in a motorcycle accident [...] Yes that was a bad time and it hasn’t 
come back much of it, so I’m having memory problems, but I just put that down to 
age, it seems to be expected. And then I’ve got a friend who is seventy-nine and 
he’s in the same way as I am and I’m, you know, thirteen years younger. I don’t 
feel I should be like he is [laughs].
(Mr Carter, 65)
Mrs Ingram’s retrospective account of the development of her husband’s dementia 
also suggests using social comparison -  in this case comparing her husband’s mental 
abilities with her own -  to determine whether changes were within normal ageing 
parameters.
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“When it first started we thought it was just old age, but then when it got a bit 
more than... I thought ‘Oh no thafs not old age’. It was different somehow. ‘Cos 
being the same age group with him I knew that I was still quite alert, but you 
could see that he wasn’t that alert”.
(Mrs Ingram, 81)
Two of the participants described using social comparison to minimise and normalise 
changes in another person’s mental abilities and reassure them that these were due to 
old age, even though the participants themselves suspected or knew that there was 
actually something wrong. The aim here appeared to be to reassure the person and 
perhaps to protect their self image.
“I went in there and said “You all right Eileen?” And she said “Yes Mo.” I said I 
see you’ve got some wool then”, because I didn’t let her, her husband told me that 
she was forgetting to do things see, but I had to make out I didn’t know. And she 
said ‘I don’t know what’s wrong with me Mo’ she said ‘ I can’t remember how 
this goes and that goes’. ‘Oh’ I said ‘I get like that’ you know like.
(Mrs Goodman, 72)
The status of the person with dementia
When asked to define dementia many of the participants gave examples of effects on 
the person’s mental and interactional abilities such as loss of memory, inability to 
understand what is happening and not recognising other people. However some 
participants went further and explicitly defined dementia in terms of effects on the self 
of the person with dementia.
“Well it indicates to me that the brain’s gone out of control and the actual person 
no longer appears to be there”.
(Mr Carter, 65)
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One of the issues that appeared to be facing all participants as they tried to understand 
and make sense of dementia was the effects and significance of this condition for the 
affected person’s self. This is a complex and difficult question for participants and 
researchers alike as it touches on such fundamental issues and beliefs as what make a 
person a person and what is it that makes a particular person that particular person.
Three themes will be discussed below that emerged from the participants’ accounts of 
dementia and appeared to be viewed as particularly significant in terms of the effects 
that dementia had on the affected person and those close to them. The importance of 
effects on others was prominent in most, if not all of the accounts and not only for 
those participants who had had experience of caring for someone with dementia 
themselves. Although there has been a perception in the past that carers of people 
with dementia are the “hidden patients” (Fengler & Goodrich, 1979) the suffering of 
carers were by no means hidden or ignored in the participants’ own descriptions of 
dementia (although many endorsed this view, feeling that others could not fully 
understand the carers’ experience and viewed carers as isolated ignored and 
unsupported). The researcher felt that this might reflect the fact that many of the 
participants had experience of caring for someone with dementia or had had contact 
with people with dementia and their carers. However two participants who had not 
been carers and who had little or limited experience of contact with people with 
dementia also emphasised the effects on carers, interestingly referring to television 
programmes they had seen to provide examples rather than drawing on their own 
direct experience as the other participants did. Another interpretation considered by 
the researcher was that it was easier for the participants to empathise with the carers’ ‘ 
obvious suffering, as this was perhaps easier to understand and to relate to than that of 
the person with dementia whose experience was uncertain and to some extent 
‘unknowable’. It should be noted however that a number of participants tried to 
understand what it might be like for the person with dementia using an analogy with 
self type approach.
Throughout the themes discussed below: “discontinuity”; “awareness” and 
“disconnectedness”, the effects on the person with dementia and those close to them
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will be considered. Although these themes have been separated in order to explore 
them, it will be evident from the quotes that for many participants they appeared to be 
closely related and interconnected.
Discontinuity
Discontinuity in personas self
Dementia was associated with change in the person’s abilities and behaviour. The 
nature and extent of these changes seemed to threaten the continuity between the 
person with dementia’s current self and who they had been in the past. In other words, 
is the person with dementia the same person or someone different? One of the 
participants, Mr Carter, illustrates this dilemma through the difficulty he has in 
choosing the appropriate tense to describe an acquaintance who had developed 
Alzheimer’s disease.
“And one of the people I went to see was Reg and his wife Ruby, whom I'd 
already met through another volunteer organisation. They came along to the 
meetings, so I got to know them fairly well. Ruby was, or is, was, is, a very sweet 
lady.”
(Mr Carter, 65)
Significant discontinuity in the affected person’s behaviour, and in particular 
‘behaving out of character’, appeared particularly disturbing and difficult for 
participants to understand. This appeared to be because of the implications of changes 
in behaviour for their view of the affected person themselves. Examples of such 
discontinuity included aggressive behaviour from a friend or relative who they had 
never known to behave in this way in the past. Aggression and violence were 
associated with dementia by many of the participants, but were particularly associated 
with Alzheimer’s disease.
“Well when they use it now they sort of say Alzheimer’s don’t they or something 
in that line, which to me is a new word. And which means, do you want me to tell 
you what that means?”
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I: Yes, please do.
P: Well that means there’s different types of that you know, person. Now I’ll tell 
you one thing, some men get really vicious, spiteful, really spiteful and that kind 
of thing.”
(Mrs Foster, 80)
An extract from Mrs Anderson’s account describes how she tried to make sense of 
such a discontinuity in the behaviour of someone she knew who developed dementia. 
This example will be quoted at length because it illustrates her experience of trying to 
understand what had happened to the person she had known and respected.
“Well I think particularly of a couple I have known, and who were a lovely 
couple and worked very um faithfully in the church and had many gifts to offer 
and how the husband began to experience dementia without realising it and the 
stress of it all I think, of the way his behaviour was um unusual, put a tremendous 
strain on the wife who didn’t understand what was happening and it affected her 
mental capacities, so they were both in quite a bad way um but the family who 
lived away didn’t seem to realise it. And what we discovered eventually and that I 
learnt about dementia, I didn’t know, that these two very sweet people became 
very aggressive and that this is part of the illness, I was terribly upset when I first 
heard that the husband had obviously hit the wife or hurt her in some way.
Because he was what we would say was a perfect gentleman, and er loved his wife 
dearly, and this was something obviously he wasn’t in control of. And er now that 
was the biggest thing I learnt about dementia really, that how it can affect 
personality”.
(Mrs Anderson, 64)
Mrs Anderson describes the change as part of the illness, hence the person is not seen 
as responsible for their actions. However it is interesting to note how she developed 
this understanding: she goes on to explain later in the interview how she felt she tried 
to make sense of this discontinuity at the time; how it was eventually explained to her.
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and how she adopted this explanation herself to replace her own ‘private theory’ of 
repressed emotions.
“Er I was told in the home where this person finally ended up and was being 
aggressive that this is an aspect of dementia, that totally uncharacteristic 
behaviour starts making itself felt, appearing, totally uncharacteristic from the 
person you've known. When I first heard about this happening, my theory was 
that this was a person who'd repressed aggression all their life and that now they 
weren't in control any more, because they'd been brought up properly and within a 
society: self-control, courtesy, politeness, treating women nicely and all this sort 
of thing; and that now they were not in control, that this social context had gone 
you see, so they were just behaving in their natural, what might have been a 
natural way, which we all try and discipline as part of our lifestyle and that was 
my theory. And then I was actually told that this was a characteristic of 
Alzheimer's disease, that this was something that was part of the illness. Which 
relieved me greatly because I thought so highly of the man involved, I didn't really 
like to think..., I was glad my private theory was proved wrong.”
(Mrs Anderson, 64)
Explaining the behaviour in terms of underlying aspects of the person that had now 
been revealed retained the continuity of the person, but changed the participant’s view 
of who that person had been. By locating the problem in the illness rather than the 
person, the participant was able to preserve her view of the person while explaining 
the discontinuity in his behaviour.
Discontinuity/ continuity in relationship
The idea of discontinuity in the person with dementia was often explicitly 
accompanied by a sense of participants trying to make sense of the 
discontinuity/continuity in the relationship with that person. Again changes in the 
person’s behaviour, such as aggression towards those closest to them, seemed 
particularly bewildering and hard to understand.
249
“Well it’s going back to childhood isn’t it? They get a little bit childish don’t they. 
And that’s why you can’t, you know some people say, you can’t look after him or 
her you know they’ll have to go away. But when you’ve had someone that you’ve 
loved and have been really kind and you wonder why are they acting like this 
towards me? Why? You just don’t know do you? Why are they acting towards me 
like that when they’ve always loved you?”
(Mrs Goodison, 72)
In this account the participant makes sense of the change in the person’s behaviour by 
seeing it as a return to childhood. Here the comparison appeared to the researcher to 
be with the behaviour of a child that ‘takes out’ their anger on those closest to them. 
This comparison to another, more familiar type of relationship was found in several of 
the participants’ accounts where it was used to make sense of both the changes in the 
person and the relationship. Again from the perspective of social representations 
theory this could be seen as anchoring an unfamiliar and disturbing experience in a 
more familiar concept in order to give it some meaning. Participants used the idea of 
the person with dementia returning to childhood to describe and try to understand 
what had happened to them.
A key question for participants therefore seemed to be: how should one respond to the 
person with dementia, as someone different, or as the same person? In Mrs 
Anderson’s account of responding to the changed relationship with the person with 
dementia, she describes her perception that whilst drawing on and continuing their 
part in the relationship that they had had with the person, family members also needed 
to accept that the person themselves is now different. This extract had arisen from 
discussion of Mrs Anderson’s faith which was important to the way she viewed the 
person with dementia and how people should respond to them.
I: But you mentioned that you find  your faith helps you..
P: Oh yes, because you recognise that this is something, if you are a family 
member, that has happened within the family and you cope with it in the best 
possible way and the most supporting and loving way as you’ve loved them all the
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rest of the time, you don't start giving up on that. And also that it is an illness, this 
is the difficulty I suppose, learning to detach yourself from the person who now is
 there, from the person you knew. There's been a change, a fundamental change.
(Mrs Anderson, 64)
This view of the carer continuing their part in the relationship, despite recognising 
change in who the person had become was described by other participants. Mrs 
Foster, drawing on experiences of carers of people with dementia from the carers 
group she attended, and her own experience of caring (for a physically frail relative 
without dementia) empathises with the difficulty this involves.
“But it must be very hard, I feel great compassion for a wife, this Rosemary you 
know with her husband and her daughter there, he's not the husband anymore, it's 
not him anymore and she doesn't even like him anymore. The way he's treated 
her, she doesn't like him, but she's still doing her duty.”
(Mrs Foster, 80)
Awareness
This change in who the person with dementia is appeared to be viewed as one of the 
most distressing aspects of the condition by the participants. Awareness of the 
changes in the person with dementia and what was happening to them was viewed by 
many participants as particularly distressing for their carers. Many of the participants 
contrasted these effects on the carers and/or families with the experience of the person 
with dementia themselves who was perceived to be generally unaware of what was 
happening to them and therefore protected from this distress. Hence the carers’ 
suffering was seen to be far greater.
“So I think the effect on people themselves, is up to a certain point and with 
certain clear exceptions, like certainly the fear is the one that I know, I don't think 
it's actually particularly damaging. I think the damaging effect is on the people 
who care for them or are partners to them. I remember talking to one woman 
whose husband had got to the point where he thought the cleaner was his wife and
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his wife was the cleaner. And she found that hard. I mean she found that really 
hard. I mean it's like the old statement, God I wish I had an IQ of 80 wouldn't life
 be wonderful. I'd see everything through a nice simple perspective, but my 170
actually causes me immensely complex paradoxes. I mean that's not a personal 
statement, but you know.”
(Mr Davies, 60)
Although Mr Davies qualifies his view, recalling the sense of fear that his aunt whom 
he cared for appeared to experience at times, his statement also reflects the perception 
that being unaware of what is happening to them protects the person with dementia. 
Other participants who appeared less certain about whether the person was aware of 
what was happening to them also expressed the view that if the person was aware this 
would make their experience far far worse.
“When I first went there, I used to walk home crying because I felt so sorry for 
some of the people there, younger than me that had got that. Some of them, they 
had to put nappies on their partners you know, because they've got no idea of 
controlling themselves, or anything like that, which must be very, very distressing. 
And if they still got their brain, but they can't control that part of themselves it 
must be very terrible for them.”
(Mrs Forster, 80)
One aspect of dementia that Miss Hill found particularly frightening was the thought 
that the person might be aware of what was happening to them.
P: “If s a very frightening thing. I don't know how much people like that know 
what's happening, and that's what frightens me. I know that people say they don't 
know what's happening they're off in another world, and if it's like that it wouldn't 
be so bad, but I don't see how you can know.”
(Miss Hill, 67)
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Not all of the participants shared the view that the person was unaware of what was 
happening to them. Although aware of this perception they expressed the view that 
people with dementia might, in the early stages of the condition, know or suspect what 
was happening.
“Because the fact that they can’t find things, can't remember people's names, 
obviously bothers them, it's not that they don't know what's happening to them, 
which I think used to be a perception. But I don't think it's true, I think they 
mostly know what's happening to them.”
(Mrs Elliot, 69)
Disconnectedness
For participants a key feature of dementia distinguishing it from other conditions (such 
as changes perceived as old age, other forms of mental illness and physical illness), 
was the person’s relationship or lack of relationship to the outside world. Some of the 
participants also described this in terms of a more general lack of awareness, not only 
of what was happening to them, but also of what was happening in the world beyond 
them.
“I suppose it's their awareness of the world around, they're not relating to it any 
more”.
(Mrs Anderson, 64)
This lack of awareness seemed to the researcher to be implicated in the loss of means 
of relating to the person, given that there was no longer a shared understanding 
through which to communicate.
“And of course there's no conversation, see, that's what you miss. It's all one-sided 
all the time, there's no..you can't talk them because they don't know what's 
happening. It can be quite lonely”.
(Mrs Ingram, 81)
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The theme of disconnection seemed to reflect participants’ own experiences of trying 
to relate to people they had known with dementia. Many of the participants described 
their own experiences of the difficulties of trying to interact with someone with 
dementia. Some participants appeared to view this ability to meaningfully interact as a 
criteria of relative well-being by which to distinguish whether or not a person was 
suffering from dementia. The difficulties of trying to interact with someone with 
dementia were often associated with feelings of frustration e.g. the inability of normal 
means of relating to reach the person. Based on her own experience of caring for her 
husband who had dementia, Mrs Ingram described sadness and helplessness at the loss 
of the normal means of relating that accompanied her husband’s loss of understanding. 
She uses comparison with a baby to try to describe the way in which the loss of 
meaning of language changed the relationship between them from communication to 
control.
I: What does the term dementia meant to you?
P: Well like as I say ifs something that happens to you thafs very distressing and 
it really wears you out, um you feel so helpless, there's nothing you can do just 
what does happen, you're just being ordinary yourself, but it's awful that the 
person you're talking to or with just doesn't understand, words don't mean 
anything whatsoever, so you have to literally take over like you would with a 
baby, that sort of thing.
(Mrs Ingram, 81)
It was not only through lack of shared awareness and ability to communicate that the 
person with dementia was to perceived to be cut off from others. Another particularly 
distressing feature noted by the participants was the person with dementia’s inability to 
recognise and remember people they had known, even those who had been closest to 
them. Again, echoing the awareness theme, participants tended to see the effects of 
this loss of recognition as most distressing for others rather than the person with 
dementia who often did not realise what had happened.
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A number of the participants used the image of the person being in ‘another world’ to 
try to describe they way in which the person with dementia no longer appeared to be 
sharing the same reality as them. The experience of the person as disconnected and in 
their own world was not always viewed as negative, again because the person was 
perceived by some participants to be protected by this lack of contact with reality.
Well I think the first impact was, that I can remember, was Joan and that would 
be approximately ten years ago. Again my reaction was this is a lovely person 
who doesn’t know where she is, she's on another planet, you know, in a different 
world. But she was reasonably happy, she would cry occasionally when she 
talked about her husband and she realised I wasn't him. But she had a caring 
family, they would come and visit her and occasionally take her out. But she 
often didn't recognise, know, who they were, the same as she didn't recognise who 
I was, except that I was somebody who was there.
(Mr Carter, 65)
A few of the participants went beyond the image of the person being in another world, 
describing them as being absent from this one. To the researcher it appeared that this 
way of describing the person, which tended to be used by participants with experience 
of people with more severe dementia, had more negative implications. Rather than 
experiencing something, even if it was different to the real world, this view of the 
person was characterised by a perception of absence of thought and experience on the 
part of the person with dementia. In these images the person’s body is present but their 
consciousness, mind, personality or what makes them ‘alive’ in the participants’ view 
has gone. For Mrs Jones it appears to feel like there is no person for her to relate to.
“Well they just, what can I say, they just go out of this world, out of the circle, 
don't they?. I mean they're not with you anymore. I mean they are just someone 
sitting in a chair. And you know, you give them a straw, give them a drink, but a 
bib round them, put some food in, take them to the loo, clean them up. I mean 
what is it? What life is it? It's not living is it? You're like an article ain't you?”
(Mrs Jones, 82)
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Mrs Ingram also views her husband’s experience when he became very severely 
affected as no longer really living. However she describes wondering if he did still 
have any inner experience and the impossibility of knowing now that they have no way 
of communicating.
“When he died, I was [relieved]. Because he'd got to that stage when he wasn't 
really living, he was just moving about. I would say it was the living dead if you 
like, I don't know how else to put it, and so I was very thankful that God took him 
home, because he couldn't do anything, so he didn't know what was happening. 
Well I used to, sometimes I used to think about, wonder if he is thinking anything 
inside, but you don't know what might be going on. There's no way that they could 
explain it to you anyway, that's the sad part. [...] So he didn't know what was 
happening, but you'd just wonder what if something was going on in their mind?”
(Mrs Ingram, 81)
Many participants emphasised the importance of social contact as one of the few ways 
in which people could try to help the person with dementia, given that there was no 
cure for the condition. Despite the difficulties they recognised in interacting with 
people with dementia who seemed disconnected and disengaged from the world, a 
number of the participants emphasised the importance of ‘trying to find a way of 
reaching the person’ even though this might not always be successful.
I: What i f  anything do you think can be done to help people with dementia?
P : ......... Just caring and understanding. And as I said earlier, just giving time. I
think talking to them helps.
I: Is that based on your own experiences at work?
P: To a point, but I think just the human contact. Sometimes they respond, 
sometimes they don't they push it away.
(Miss Brown, 74)
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Despite her perception that towards the end of his life “nothing meant anything to 
him” and there was no way in which she could communicate through speech, Mrs 
Ingram described trying to find other ways of reaching her husband.
“He, I don't know, he just got to the point that nothing meant anything to him. So 
towards the end, words, you spoke to him, but they didn't mean anything to him at 
all.
[...] when I used to go to the home and after he'd had his dinner or what he 
wanted to eat I used to take him back to his room and I had a tape recorder and we 
used to play some old-time music which I knew he liked. And oftimes they'd be 
something in that that would click and you could hear him having a little hum and 
I used to say "Come on let's have a little dance, shall we?"
(Mrs Ingram, 81)
These attempts to find a way of reaching the person suggested to the researcher that 
there was some belief that perhaps the person was to a certain extent still ‘there 
somewhere’ and might be contacted if only the right way of getting through could be 
found. However often the participants’ views were complex, sometimes participants 
described attempts to reach the person but seemed unsure about their value, wondering 
whether these efforts were in fact a waste of time or pointless. Mr Carter for example 
described examples from his own care for a lady with dementia taking her out in a 
wheelchair “the idea was that she might recognise somebody, it might jog her 
memory” but later went on to suggest that there was limited value to visiting the 
person with dementia because they were unable to recognise who their visitors were:
Despite their uncertainty about the value of trying to relate to the person with 
dementia, the way people responded to people with dementia was considered by many 
participants to be important. This was interesting to the researcher as she perceived 
this as the main and perhaps the only way in which participants viewed the 
environment as contributing to the difficulties experienced by the person with 
dementia, rather than these being all inevitable consequences solely due to the 
condition itself. Many of the consequences of having dementia seemed almost to be
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viewed as inevitable parts of the condition and therefore nothing could be done about 
them. However in terms of social contact and relationships there was some perception 
that these might make a difference, for good or bad to what the person experienced. 
Mrs Anderson, for example, expressed the concern that people with dementia were 
often ‘written o ff, ignored or given up on, once they had dementia, she notes that this 
might be the easiest response but feels that other ways of responding might be more 
helpful to the person.
“They I think, soon feel useless and you've got to encourage them that they're still 
valuable human beings and believe ..so far as they can cope with it. And going to 
see them, you see, made them feel valued”.
(Mrs Anderson, 64)
This idea leads on to consideration of participants’ perceptions of the person with 
dementia’s quality of life.
Quality of life of the person with dementia
Based on the changes noted above in terms of loss of awareness, social 
disconnectedness and also dependency, participants made a number of judgements 
about the quality of life of the person with dementia. However views participants 
expressed suggested that their beliefs about the quality of life of the person with 
dementia might be slightly more complex than appeared at first glance. The general 
perception expressed by most if not all of the participants was, perhaps not 
surprisingly, that as a consequence of having this condition, people with dementia had 
little if any quality of life.
“In the course of pastoral work I've visited lots of people at different stages of 
things, but it never sort of you know I could accept that this is what happens to 
some people and long for there to be a solution and to find some sort of medical 
solution to it, because it seemed a sad way to end one's life because the quality 
had gone to a large extent.
(Mrs Anderson, 64)
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A number of the participants made these global/ general statements concerning the 
quality of life of the person with dementia. Perceptions of quality of life obviously 
would seem to depend on how quality of life is defined. From some of the 
participants’ accounts it appeared that this evaluation was being made by comparison 
with their largely positive expectations of what normal later life should be like.
“I mean where she’d got her children grown up and where they could have alittle 
bit of time together, a bit of enjoyment together, what was his life, what was their 
life? Nothing! I mean all his life all the time was cleaning her up and washing the 
clothes, bathing her”
(Mrs Jones, 82)
The strength of participants’ views is reflected in the way that a number of them 
expressed the view that the person with dementia’s life was no longer worth living and 
that death appeared preferable in comparison to life with dementia. Mr Carter 
described his experience of working on a psychogeriatric ward in his youth were 
people were left in their dirty beds until morning when were incontinent during the 
night:
“Well, as I say I have trouble remembering back prior to my son’s death, but as I 
say I can remember the horrible smell, thafs the thing I can remember mostly.
And I think it entered my head that a gas chamber would be useful, that these 
people had no quality of life. They were virtually cabbages, people didn’t come 
and visit them, they never had visitors, they were just put away, out of sight, out 
of mind. And that was sad, I think thafs very sad”.
(Mr Carter, 65)
He expressed his view that euthanasia was a preferable option to life with dementia, a 
view which he felt others shared. Mrs Jones describes the way in which others 
responded to her sister-in-law’s condition specifically her insensibility and inactivity.
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“And my husband used to come home and he used to say to me "If that happens to 
me, put me on a crossing" he used to say. 'Cos she didn't know nothing, she just 
sat in that chair of a day. And what was there? Nothing. Nothing at all.”
(Mrs Jones, 82)
However some participants who described dementia in these extremely negative terms 
also described people they knew with dementia in ways which suggested they saw the 
person’s experience in a somewhat differently. An example from Mr Davies’ account 
will be quoted at some length to illustrate this:
I: What does the term dementia mean to you? How would you define it?
P: The death of self. I observed at first hand someone who had been a second 
mother to me lose her sense of identity, of who she was, of where she was, of who 
she related to, until she moved into a world that was entirely a living scream on 
her part.
I: When you think about people with dementia what sort o f  images come to mind? 
P: Cauliflowers and cabbages, inanimate organic objects.
I: And what kinds o f feelings are associated with that?
P: Two feelings I guess. One an awful fear that it might happen to me, since I 
value my own perceptions and consciousness above anything else. And two, an 
immense sense of sadness. And I guess three a hope that those who are afflicted 
by it have got someone who will cushion them against the harshness of the reality 
that they're moving into.
I: So you see that as a way in which people can be helped through this?
P: Yes yes I mean at first hand I saw with my aunt that I could actually make a 
palpable difference to the quality of life, even when she didn't understand what 
quality of life was. Erm yes I used to bath her, I used to stop her defecating into 
the bath when she mistook it for the toilet. I used to take her to places that she 
knew in her past. I used to talk to her about people that she knew erm and cosset
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her I guess actually. I mean I think anyone likes to be cosseted at any stage of their 
life from infancy through to senility and it just, it all helped, I hope.
(Mr Davies, 60)
Although Mr Davies describes the experience of dementia in vividly negative terms in 
terms of the destruction of the person’s self reducing them almost to the status of an 
inanimate object, he later goes on to describe the experience of his aunt in terms of 
relative well-being despite her impairments.
What do you think are the main ways in which dementia affects those people who 
have it?
P: Main ways?.. Erm isn't that an interesting question because I think actually, 
provided I could have kept the props around my aunt for example, and providing I 
could have found er permanent ways of dousing her fear of strange things she 
would have been very happy. I mean Social Services always thought that I kept 
her in her own home for about two years longer than was safe. But she was 
incredibly happy in her own house, in her own garden, she'd been a gardener all 
of her life, she loved her garden, she loved music. [...] Providing I could have kept 
her in that environment she could have actually gone on for longer. She actually 
had a sort of minor stroke, which meant that she got lifted into hospital and the 
doctors did the standard tests on her and no she didn't know who the prime 
minister was or what the year was or the difference between a watch and a pen. I 
knew that. And it didn't matter because she didn't need to know. She did need to 
know the birds were coming to her bird table and the tulips were coming up in the 
spring and that the grass would be cut, stuff like that. So I think the effect on 
people themselves, is up to a certain point and with certain clear exceptions, like 
certainly the fear is the one that I know, I don't think it's actually particularly 
damaging.
(Mr Davies, 60)
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The researcher was interested in these apparent discrepancies in the same participant’s 
perceptions of the impact of dementia on the affected person’s quality of life, which 
were also found in other participants’ accounts, usually when describing particular 
people with dementia they had known. This difference in views could be interpreted 
in a number of ways, one possible way might be that it was harder for participants to 
accept that someone they knew and loved was having an unremittingly awful 
experience. This might also reflect differences in perceptions relating to the severity 
of the person’s dementia. Another interpretation might be that these differences 
reflected different processes of comparison. When comparing the person with 
dementia with expectations of normal, unimpaired old age only the terrible 
uncontrollable losses that they had experienced were apparent. However when 
thinking about variations within an individual person they knew (making comparisons 
within the person with dementia) some periods of relative well-being and ways in 
which the persons quality of life could be improved were perceived. This might also 
reflect the awareness theme, comparing the experience of the person with dementia 
themselves to the difficulties experienced by those caring for them.
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Views regarding/ themes relating to diagnostic disclosure
In addition to exploring the ways in which participants understood dementia a vignette 
was used to investigate their views on diagnostic disclosure. The hypothetical nature 
of the scenario means that the value of this part of the analysis has to be treated with 
some caution. Although, as a result of their experience as carers two of the 
participants (Mrs Ingram and Mr Davies) had in fact faced the issue of what to tell the 
person themselves and one other participant (Mrs Goodison) compared the issue to a 
similar dilemma she had faced as to whether to disclose to her husband the fact that he 
had terminal cancer.
Reflecting perhaps the hypothetical nature of the scenario and the limited information 
provided (as well as perhaps the difficulty of making this type of decision), many but 
not all of the participants expressed uncertainty about whether people with dementia 
should be told about their condition. However most participants were more certain 
about their views on whether they themselves would wish to know if they were 
diagnosed with dementia. Overall eight of the participants expressed the view that 
they would want to know themselves while two were doubtful or unsure.
Although some new themes were raised in discussion of diagnostic disclosure, aspects 
of the themes already mentioned above also appeared relevant to understanding 
participants’ perceptions and views, in particular the theme of impact on others and 
perhaps to a lesser extent awareness. A new theme which emerged as important in 
describing participants’ preferences related to participants’ perceptions/beliefs about 
coping and in particular their view of their own coping style.
Participants* preferences for self
The reasons participants gave for wanting to know such a diagnosis themselves fell 
into two interrelated categories: to help you cope/ allow you to make arrangements and 
to reduce the impact on others.
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Helping you cope/allowing you to make arrangements
A number of the participants viewed knowing the diagnosis as important in allowing 
them to cope with the illness and to make practical and financial arrangements whilst 
they were still able to do so before the condition became too severe. The researcher 
grouped these reasons together because she interpreted them as ways of trying to 
maintain some control over what was happening. Some of the participants’ responses 
suggested that knowing the diagnosis might also help them to adjust to/ try to cope 
with what was happening to them at an emotional level. Miss Brown, for example, 
expresses her clear view that she would wish to know herself and then goes on to 
explain some of her reasons:
Yes I would want to know everything. Because I would then, I would deal with it. 
Well as I say I take everything as it comes and if that was on the cards um I'd, well 
in the earlier stages when I'm still sensible I'd make arrangements, because I can't 
say I have no family, because my sister-in-law died fairly recently and really she 
was the mainstay. My brother is he's a little bit up in the air and I don't want to be 
a burden to my three nephews, so I'd make some sort of arrangements.
(Miss Brown, 74)
Miss Brown’s quote illustrates the way in which ‘taking control’ was connected in 
many of the accounts with the second main reason participants gave for knowing 
themselves, consideration of the effects on others.
Reducing the impact on others
One of the main reasons that the participants who wished to know themselves gave for 
their preference was wanting to help or assist those around them, in particular family 
members or partners, who might have to take on the caring role. This appeared to the 
researcher to be consistent with the theme of the great impact on others that ran 
through many of the other themes. Two participants spoke explicitly in terms of ‘not 
wanting to be a burden’ on partners or family members and therefore wished to know 
their diagnosis in order to make alternative care arrangements. Other participants
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emphasised that they would want to support and help their family in caring for them 
and that knowing why they needed to be cared for might help in this.
“Well I am that way inclined yes I like to know what was the matter so I could 
cope with it and know what to expect. And if I was able still to think about things 
I would understand what the person was going through and how I needed to react, 
that he or she wasn't being cruel to me, that it was necessary to sort of help me.”
(Mrs Ingram, 81)
Also drawing on her own care experiences, specifically the way in which she felt her 
brother-in-law bore the burden of knowing his wife had Alzheimer’s disease, Mrs 
Jones expresses the view that she would want to know so that she could ‘share the 
load’ with her family, rather than them bearing it for her. It is also interesting to note 
the way in which her view of coping with the diagnosis is consistent with her views on 
the importance of talking in coping with stress that were evident throughout her 
account.
“I think I would like to be fair to my children. Because I think if someone's put in 
a position where the person themselves is..., it makes it very hard for the one that 
has to carry the load. Whereas if you know and then you can talk to your children 
about it. I don't keep anything back from my children, I never do. I mean it might 
just be a paltry thing or something like that, but I tell them, I tell them.”
(Mrs Jones, 82)
View of own coping style/ ability to cope
The link between the views the participants expressed about diagnostic disclosure and 
their more general beliefs about coping and perception of their own coping style 
seemed hardly surprising to the researcher. Given the nature of the data the 
significance of this relationship is not clear. Participants’ responses to a potential 
health threat such as a diagnosis of dementia might reflect the way in which they 
coped with other health threats. Alternatively given the hypothetical nature of the 
question for most of the participants, they might be simply drawing on their own
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perceptions of their coping style to answer questions about a situation of which they 
had no experience.
The view of their own coping style did appear to be important to the participants in 
considering this question. In particular participants often linked their responses to 
how they perceived they coped with illness in general. Among the participants who 
expressed the view that they thought they would want to know if they were to develop 
dementia there was some variation in the amount and type of information they felt that 
they would want. Three of the participants felt that they would want to have detailed 
information because this would help them to cope with it.
“Oh yes, I 'd  want to know all the intimate details and everything about it. Yes, 
you know, whether anything could be done, was there any treatment available, 
erm would it be better if I moved into a home erm, than to leave my wife the 
problem.”
(Mr Carter, 65)
Miss Hill who viewed herself as having “an inquiring mind” in relation to life in 
general and not just illness, related her preference for detailed information to her 
existing ways of managing existing health issues.
“I've got an inquiring mind and I would want to , I'd chart my progress, you know 
until I wasn't able to. In fact this pad does record everything that happens to me, I 
keep ajournai, I keep health, I keep various other oddments about myself and it's 
very useful actually, to be able to look back and see whether I did or didn't make a 
certain phone call and things like that”.
(Miss Hill, 74)
Other participants had different ideas about the type of information they thought 
would be helpful in coping with having dementia. Mrs Jones who had had personal 
experience of helping to care for her sister in law with severe dementia over many 
years, related her own views about the value of disclosure to her more general beliefs
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about coping with illness and her personal experience of coping with health problems. 
While she felt it would be important for her to know the diagnosis if she was in this 
position, she would only want limited information, specifically she would not want a 
full prognosis as this would be too much to bear.
I: I f  you were in the position o f  Mrs Taylor, how much information would you 
want to be given do you think?
P: I don’t think I'd want to be told all of it. They could say, you know, this is 
wrong with you and that is wrong with you, but I wouldn't want to know what was 
going to happen. I wouldn't want them to say to me "Well, this is going to be a 
terrible time for you". [...] I wouldn't want to know the worst.
I: Do you think there would be any disadvantages o f  being told?
P: Well, I think myself personally, if you had like some one come in and say to 
you oh you've got so and so and it's going to get worse and this is going to happen 
and that is going to happen and then you won't be able to do this..I wouldn't want 
to know. I don't think I'd want to know. I don't say I'm a suicidal person or 
anything like that, but I think if you was told dreadful, absolutely..you'd think 
'Right this is it'.
(Mrs Jones, 82)
Miss Hill was one of the participants who was doubtful as to whether she would want 
to know if she was in the position of having dementia herself. She perceived dementia 
as a very frightening illness and described the ways in which she managed the anxiety 
associated with this and other illness threats through avoidance and seeking 
reassurance from others. She was doubtful about her ability to cope were she to 
receive a diagnosis of dementia.
“You see I'm a bit inclined, if I've got, say I've whatever something or other and I go to 
someone and I say 'Oh gosh I've got' and they go 'Oh don't worry about that' that's what
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I want to hear. I don't want to hear someone tell me I think you'd better go to the 
doctor about that. I just want 'Oh I've had that'. I'm fine then, I go home and whatever 
it is I feel 'Oh that's all right, other people have had that', fine you know”.
(Miss Hill, 67)
Preferences for others
The participants tended to be less certain about whether others should be told their 
diagnosis than whether they themselves should be told. Obviously when deciding if 
the person in the vignette should be told they had very limited information on which to 
base this opinion, something a number of the participants pointed out. However when 
asked to consider whether someone close to them should be told if they developed 
dementia, participants were generally also less certain, even though this was obviously 
someone they knew well. It appeared to the researcher that this might reflect 
participants being more certain about speaking for themselves than for others or 
perhaps generally more confident in their own ability to cope with knowing than in 
others’ ability to do so. The ability to cope with such a threat appeared to many of the 
participants to ‘depend on the person’ with considerable differences perceived as 
existing between people in their ability to cope.
“Well it might affect, well it depends again on the person, because if it's right for one 
person to be told everything, it might kill another person and vice versa.”
(Miss Brown, 74)
A number of the participants were concerned about the potentially negative or harmful 
effects of sharing the diagnosis with someone with dementia. This included 
participants who felt that they would wish to know the diagnosis themselves.
Three of the participants perceived diagnostic disclosure as being futile because 
nothing could be done to treat the person. This view was emphasised in the accounts 
of Mrs Goodison and Miss Hill both of whom were uncertain as to whether they
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would want to be told the diagnosis themselves and saw little benefit of others being 
told if they had dementia. Concerns about the futility of telling someone with 
dementia were also expressed by Mrs Anderson, although she felt that she would wish 
to know herself. Disclosure appeared to these participants to be imposing an 
overwhelming diagnosis and prognosis on the person about which nothing could be 
done because there was no cure. These participants contrasted the value of sharing the 
diagnosis in dementia with disclosure in other illnesses, specifically terminal cancer. 
The participants had more positive views about disclosure in terminal cancer because 
they felt this would allow the person to ‘take control’ of the time that remained to 
them, however they felt that this would not apply to someone with dementia because 
their mental abilities were already affected.
I don't know, I don't see what they're going to gain. I don't know what they would 
gain by being told. You see there is no cure. If there was a cure, if it was just 
started and they knew that there was help that's going to give them five years, ten 
years, you know. Then I'd say like "You know it's the start of this disease, but 
we've got a..there's a cure and we're going to we'll prescribe for you and it will 
give you five years" well that's giving you a lease of life innit? It's like having 
AIDS, like you having AIDS, you might not have a full life but it might give you 
so many years of life. Well then I think that's a good thing to tell a person, because 
whatever life they want to lead they can lead in that amount of time. But I can't 
really see what it gains by telling somebody when there's no cure.
(Mrs Goodison, 72)
Participants also suggested that disclosure might in fact be futile because the person 
might forget what they had been told.
Three participants referred to the emotional difficulty for themselves of someone they 
knew and loved knowing that they had this condition. Mrs Goodison made this point 
through describing how she had been unable to tell her husband that he had terminal 
cancer because she was too afraid of what he might do and wanted to protect him from 
knowing. Mrs Ingram who had cared for her husband with multi-infarct dementia and
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had shared with him the diagnosis she received from the doctor spoke of how painful 
it was for her to tell him what was happening.
“He used to say "Whafs happening to me?" And it was quite a job to explain, it 
seemed awful to explain to him that his brain was gradually dying off, it's awful to tell 
somebody that, that his brain was gradually dying off.”
(Mrs Ingram, 81)
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Discussion
This study aimed to explore social representations of dementia among a group of older 
adults without the condition themselves, focussing on representations’ content, 
development and social representational processes. The themes that emerged from the 
analysis suggested that participants appeared to share certain aspects of the ways in 
which they understood dementia.
Overall, participants’ perceptions of dementia were, as expected, very negative and 
often associated with powerful negative emotions, as well as empathy with carers and 
pity for people with dementia themselves. Participants’ accounts suggested that, even 
amongst those participants who had experience of caring for someone with dementia 
over a considerable period of time, dementia was something that felt abnormal and 
profoundly unfamiliar that they struggled to make sense of. There were parallels with 
social representational processes in the ways in which participants attempted to 
understand the condition and make senses of its effects.
Dementia was primarily categorised as an illness, reflecting an anchoring process, 
placing something unfamiliar and hard to understand within a more familiar and well 
understood category. This process went further than simply making a comparison in 
that for the participants dementia was an illness. This aspect of participants’ 
perceptions of dementia appears to reflect the wider ways in which dementia has been 
represented within society in recent years, and can be seen as a social representation. 
There appeared to be a number of consequences, and perhaps some benefits for the 
participants of conceptualising dementia in this way. Perceiving dementia as illness 
distinguished the condition as different and distinct from normal ageing. In addition 
for a number of the participants it appeared that seeing dementia as illness meant that 
the person was ‘not to blame’ or not responsible for behaviour such as aggression, 
because this was perceived to be caused by the illness and not reflecting the volition of 
the person themselves.
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Writers and researchers have suggested that perceiving and explaining dementia as an 
illness may be beneficial to both people with the condition and their carers (e.g. 
Wadley and Haley, 2001). Schofield, Murphy, Herrman, Bloch and Singh (1998) 
found that carers of people with undiagnosed memory loss reported higher levels of 
resentment about their caring role compared with carers of people whose dementia had 
been diagnosed. They argue that, for carers, receiving a diagnosis may have 
ameliorative effects “bringing with it the potential for understanding and greater 
tolerance” (Schofield et al., 1998, p.366). It has also been suggested that a medical 
and therefore implicitly biological diagnosis maybe helpful in reducing stigma 
(Lawrie, 1999, cited in Benbow & Reynolds, 2000). However it is important to note 
that most of the participants in the current study categorised dementia at least 
sometimes in terms of mental illness and as a mental illness associated with stigma, 
although they felt this stigma had been reduced somewhat in comparison with the past. 
As Wadley and Haley (2001) note “the distinction between medical illness and mental 
illness is seldom a strict dichotomy” (p.245). These shades of meaning and 
associations and the fact that even within themes such as illness individuals’ 
perceptions varied considerably would seem potentially important in their implications 
for variations in personal response to dementia. For example, in their qualitative study 
of the experience of people with early AD, Keady and Gilliard (1999) report that for 
some participants at least “The diagnosis was, at times a relief, and a confirmation that 
‘they were not going mad’” (Keady & Gilliard; 1999, p.248).
Comparisons with the relatively small number of other studies that have examined 
perceptions of dementia show both similarities and differences to the ways in which 
participants in this study made sense of dementia. Levekoff et al. (1997) used a 
qualitative approach to explore how cultural factors affected the ways in which 40 
carers from American ethnic minorities (African American, Latino and Chinese 
American) made sense of symptoms and disabilities associated with dementia, 
including carers of Irish American origin as a white referent group. In their thematic 
analysis they differentiated between biomedical explanatory models of dementia where 
dementia was primarily conceptualised as an illness, ‘lay or folk’ explanatory models 
where dementia symptoms were explained in terms of normal ageing or psychosocial
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causes and ‘mixed’ explanatory models which combined elements from the two. 
Examples of these three different types of explanatory model were found in all of the 
groups studied. Levekoff et al. (1997) concluded that “Care-giver explanatory models 
of dementia are complex, often combining elements drawn from lay conceptions of 
ageing and illness” (p803). The ways in which participants in the current study 
understood and explained dementia appeared to have parallels with Levekoff et al ‘s 
concept of mixed models. While dementia was conceptualised as an illness, 
participants appeared to also use other concepts and beliefs, such as the role of stress, 
to supplement this way of understanding dementia or try to explain why it was that the 
illness had occurred. In addition the participants’ conceptualisation of dementia as an 
illness was perhaps more rich and varied and at the same time more fragmented than 
the term ‘biomedical’ suggests to the researcher.
In her qualitative study of carers’ perceptions of dementia, Askham (1995) identified a 
number of ways by which participant gave meaning to the condition:
“The behaviour was sometimes given meaning by equating it with, or likening it to, 
something else which was understood, or which was seen as normal, such as old age, 
functional mental illness, childhood or physical illness. This category of meaning was 
one of the two most common, being used by a quarter of all caregivers”. (Askham, 
1995,p.l07).
As Askham (1995) notes this way of understanding dementia is also found in studies 
of carers’ perceptions by Pollitt and associates (Pollitt et al., 1989; Pollitt, Anderson & 
O’Connor, 1991; Pollitt, 1994) where participants also described problems in terms of 
old age or physical illness and also made comparisons with childhood. Askham does 
not link these findings with SRT, but there are clear parallels with social 
representational processes, specifically anchoring and also with some of the ways in 
which participants understood dementia in this study. Among participants in this 
study the theme of ‘dementia as illness’ was prominent, perhaps reflecting differences 
in social class and caring experiences from participants in the other studies ( in the 
studies by Pollitt and associates only two of the thirty-four older people with dementia
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were classified as middle class and carers were first interviewed when many of the 
affected people were experiencing mild dementia). However a number of participants 
in the current study compared dementia to a return to childhood; one participant 
emphasised that she felt people should not be treated as children, although she felt it 
was easy to perceive them in this way and two participants in particular used this 
comparison frequently throughout their accounts to describe their personal experience 
of caring for someone with apparently severe dementia. For these latter participants 
the comparison with a child or baby appeared to be an important way of 
communicating the dependency of the person with dementia and the caring 
relationship they had experienced. However it is worth noting that these participants 
used the comparison in somewhat different ways, with, for example, far more negative 
connotations for one of the participants.
Taken together these findings suggested to the researcher a number of shared images 
used to understand and communicate the idea of dementia, consistent with different 
social representations of dementia. Describing participants’ views only in these terms 
however hardly does justice to the complexity of the individual accounts which 
suggested that participants thoughts and beliefs about dementia were by no means 
simple or straightforward. There was considerable individual variation in the ways in 
which participants made sense of these aspects of their apparently shared 
understanding of dementia. For example although dementia as an illness which 
affected the brain was a way of understanding dementia which was shared by all the 
participants their perceptions of what might have caused this process and how it might 
work were often varied. Participants appeared to elaborate these shared elements in 
personal ways in the light of their own experience, personal reflection, relating to 
other beliefs they held and perhaps local understandings. Using an individual 
interview methodology meant that it was not clear whether participants’ apparently 
personal/ idiosyncratic understanding represented eoncepts they had generated through 
their own reflection or local understandings which were generated in groups to which 
they belonged. Quotes from a number of the participants suggested that adopting and 
adapting ideas from others such as doctors or family members might have been 
important in the development of their ideas.
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When evaluating and drawing conclusions from the findings of this study it is 
important to be aware of its limitations. The older people who participated in this 
study are not a representative sample of older British people. Many of them had 
received more formal education and professional training than would be expected in 
this population in general. The participants also generally had considerable 
experience of caring for people with dementia: two had been the main carer of a 
relative/ spouse with dementia, one had assisted in caring for a relative with 
Alzheimer’s disease and one had worked as a paid carer of someone with dementia; 
three had had contact with people with dementia through their professional roles and 
one had had contact with people with dementia and their carers through her 
membership of a carer’s group whilst caring for her physically frail mother. It seems 
quite possible that these older people were interested in participating in the study 
precisely because of their own experiences. This experience appeared to be important 
and influential in their understanding of dementia, as many of the participants noted 
themselves. Older people who had less experience with people with dementia may 
have made sense of dementia in different ways. It was interesting to the researcher for 
example how the two participants with little or no experience of contact with people 
with dementia themselves drew on examples from television programmes to inform 
their accounts.
A key question for the researcher when considering the results of her analysis of the 
participants’ accounts related to the role/utility of social representations theory as a 
theoretical framework of the study and the tensions between SRT and the analytic 
approach Interpretative Phenomenological Analysis. Inevitably this theoretical 
framework influenced the researcher’s approach to the data. However the researcher 
attempted to reflect on this during the analytic process as she was keen to try to base 
her analysis on what she was finding in the participants’ accounts and not to constrain 
the interpretations she made during the analytic process to ‘fit’ with the theory. Hence 
in the analysis presented above, whilst aspects of some themes appeared to fit with 
processes that might be expected from SRT, there were less clear parallels between 
SRT and other themes that were developed from the participants’ accounts.
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One of the problems of using interviews to explore possible social representations is 
the importance of what is not said by the participant. In other words the participant 
may assume (perhaps quite correctly) that as a fellow member of the same culture the 
interviewer shares their understandings and beliefs. In other words underlying 
understandings, values and beliefs may not be thought worthy of explicit comment 
because they are assumed to be implicit in the shared understanding of the interviewer 
and participant. For example the representation of dementia as illness was not 
immediately apparent to the researcher because it seemed so obvious.
In terms of implications for clinical practice conclusions should be tentative, given the 
fact that the findings are based in the experiences and perceptions of a specific small 
sample of older. However by relating the analysis to the existing literature some 
conclusions can be drawn.
Examination of participants’ views on diagnosis-giving suggested that the majority of 
the participants felt they would wish to know their diagnosis, should they be in the 
position of being diagnosed with dementia. These reports are similar to the findings of 
other studies that have used a hypothetical scenario in order to determine preferences 
(Holroyd, Snustad & Chalifoux, 1996; Erde, Evan, Nadal & Scholl, 1988).
Participants related their preferences to perceptions of their own coping style, and 
varied in the amount of information they felt they would want. For some participants 
having detailed information appeared to viewed as helpful in maintaining a sense of 
control. Other participants emphasised that they would want limited information, and 
specifically that a detailed prognosis would be overwhelming. There is some 
similarity here with the views expressed by people with early stage AD interviewed by 
Keady and Gilliard (1999) about their experiences of diagnosis and preferences 
regarding the provision of information:
“What we heard loudest and most clearly in the interviews was what people with 
dementia did not want. In particular they did not want detailed information about the 
future” (Keady & Gilliard;1999, p.250)
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From the hypothetical views expressed by participants in this study it would seem that 
individual differences in preferences should certainly be considered in diagnostic 
disclosure, however a general assumption that people will not wish to know is 
unjustified. In addition, although it is important not to raise expectations of treatment 
that cannot be fulfilled, promoting wider awareness of medication currently available 
which may delay symptoms might be helpful given the fact that only two of the 
participants were aware of this development.
Participants were typically less certain of whether someone else in a similar situation 
should be informed. A number of concerns were expressed, for some participants this 
appeared to reflect a perception that providing a diagnosis might be imposing a terrible 
awareness on the person affected. However the researcher felt that she was not able to 
fully elucidate the reasons for the difference between some participants’ views on 
diagnostic disclosure for self and for others.
Overall this research suggests the complexity of participants’ perceptions concerning 
dementia and the meaning or meanings it had for them. It would appear important for 
health professionals working with older people to recognise that they may hold a range 
of perceptions concerning dementia and that while some of these may be similar to 
those of health professionals themselves others may be quite different.
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INFORMATION ABOUT THE STUDY
University 
of Surrey
Guildford
Surrey GU2 7XH. UK 
Telephone
+44 (0)1483 300800 
Facsimile
+44 (0)1483 300803
S ch oo l of 
Human
S c ie n c e s
This research project Is being undertaken by Je an e tte  Lindsay, Trainee 
Clinical Psychologist, and supervised by Dr Adrian Coyle at the 
University of Surrey, Guildford. The study has b een  approved by the 
University’s  Advisory Committee on Ethics.
In recent years there has been  a  lot of coverage in the m edia of 
conditions such a s  Alzheimer’s  d isea se  and  o ther forms of dem entia. 
There has also been a  large am ount of scientific research  aiming to 
increase our understanding of dem entia and  improve the  ways in which 
people with this condition and their carers are  supported.
However very little is known about how the general public understands 
and perceives this condition. In particular, we know very little about 
older people’s  attitudes tow ards dem entia.
The airh of this project is to find how a group o f older people  
w ithout dementia understands this condition.
V  ■
If you wish to participate you will be asked  to provide som e information 
including your name, ag e  and te lephone num ber to the principal 
researcher (Jeanette  Lindsay) so  that sh e  can contact you to arrange 
an interview. This information will be treated  a s  confidential.
The researcher will arrange to visit you, a t a tim e and place that is 
convenient for you, to com plete an informal interview. The interview will 
only take place after you have had every opportunity to ask any  
questions you might have and have freely signed a form giving your 
consent to participate. The interview will last for about 45 to 60 
minutes. It will involve answering questions abou t your understanding 
of dem entia and giving your views about w hether people who have 
dem entia should be informed of their diagnosis. You will also  be  asked  
about your experiences of people you have known with this condition. 
The researcher is interested in how people think about dem entia and
z8 '\
their opinions on this subject, so  it doesn 't m atter how much or how little 
you think you know, there are no right or wrong answ ers.
The interview will be recorded on audio-tape and  this audio-tape will be  
transcribed. This will provide a  record of your views that the researcher 
can  analyse for her research  report and  it will enab le  her to quote your 
resp o n ses  accurately. In order to en su re  confidentiality, your nam e will 
not ap p ear on the transcript and th e  audio-tapes will be destroyed after 
being transcribed. Som e of your resp o n ses  m ay be  Reproduced in the 
final report but at no time will you be personally identifiable to others. 
W hen transcribing what you say, I will replace your nam e with a 
pseudonym  (e.g. Mrs Smith) and I will delete the  nam es of other people 
or p laces that may arise in the interview.
Clearly this is a  sensitive subject. Som e people may-not mind 
discussing this topic; other people m ay not wish to  talk about it. You do 
not have to participate if you do not wish to for any reason. You can 
change your mind about participating a t any time including during or 
after the  interview) and any material that h as  been  gathered will not be 
used.
You might find it interesting to talk about dem entia, alternatively it is 
possible that you might find it distressing, so  it is important tha t you 
think carefully about w hether you wish to participate. Following the 
interview you will be telephoned by the research er to check how you 
found the interview and to answ er any further questions that you m ay 
have.
This is a research interview and not an a sse s sm e n t or a  counselling 
session . If you have specific serious concerns about dem entia, either 
in relation to som eone you know, or regarding yourself, I would suggest 
that you do not participate in this study. You might find it m ore helpful 
to speak  to your GP and/or contact the A lzheim er's D isease Society 
Helpline on (8,30am  - 6.30pm  Monday to Friday) if you
wish to discuss your concerns further.
If you are  interested in taking part in the study, or have any questions 
about participating that you wish to d iscuss, p lea se  leave a m essag e  on 
and I will get back to you a s  soon  a s  I can.
Thank you for your interest in the study.
Jean ette  Lindsay
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Research Consent Form
University  
of Surrey
Guildford
Surrey GU2 7XH. UK
Telephone
+44 (0)1483 300800
Facsimile
+44 (0)1483 3008C3
School of
Human
S c ie n c e s
This research is being carried out by Jean e tte  Lindsay (under the supervision 
of Dr Adrian Coyle) as  part of the Practitioner Doctorate in Clinical Psychology 
at the University of Surrey. The aim of the project is to explore the ways in 
which older adults who do not have dem entia understand this condition. A 
particular focus of this study is to explore older adults’ experiences with 
people with dem entia and their views about how information about dem entia 
should be given to those  who have been  diagnosed with the condition.
You will be asked to take part in an informal interview about your views on the 
above subject. The interview will be recorded on audio-tape and this audio­
tape will be transcribed. This will provide a record of your views that the 
researcher can analyse for her research  report and it will enable her to quote 
your responses accurately. In order to ensure confidentiality, your nam e will 
not appear on the transcript and the audio-tapes will be destroyed before the 
analysis begins. Som e of your responses may be reproduced in the final 
report, but at no time will you be identifiable to others. W hen transcribing 
what you say, I will replace your nam e with a pseudonym and I will delete the 
nam es of other people or places that may arise in the interview.
You may decide that you do not wish to participate at any point In the study, 
for whatever reason. If you decide after being interviewed that you do not 
wish to participate, the Interview recording will be erased  without being 
transcribed.
If you have any questions so  far or feel that you would like som e more 
Information about the research before we proceed, p lease do not hesitate to 
ask before reading on.
Please read the following paragraph and, if you are in agreement, sign 
where indicated.
2 ‘ta.
I agree that the purposes of this research and what my participation in it will 
entail have been clearly explained to m e In a  m anner that I understand. I 
therefore consent to be Interviewed about my perceptions of dem entia. I also 
consent to an audio-tape of this discussion being m ade and to all parts of the 
recording to be transcribed for the purposes of this research.
Signed...................................................................................  Date.
On behalf of those involved in this research, 1 undertake that confidentiality 
will be ensured  in respect of the audio-tapes and any transcription of the 
sam e m ade with the above participant. I also undertake that any use  of the  
audio-tapes or of the transcribed material will be for the purposes of research  
only. The confidentiality of the above participant will be protected throughout.
Signed  .........................    Date.
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2. Interview Schedule 
introduction
Introduction of researcher and the nature and aims of the research project. Explain 
matters concerning participation and confidentiality and obtain signed consent to the 
audio tape-recording of the interview. Answer any questions which the participant 
may have.
Have the interviewee complete the demographic information questionnaire.
A. THE CONCEPT OF DEMENTIA
I'm interested In finding out about older people’s perceptions and understanding of 
dementia and how they developed these Ideas. I’m Interested In your experiences 
and ideas, so there are no right or wrong answers.
1. What does the term dementia mean to you? How would you define it?
2. When you think about people with dementia, what sort of images or pictures 
come to mind?
Encourage the interviewee to elaborate their images, for example, by describing the 
age, life circumstances and functioning of any people who come to mind.
3. Are there any feelings or emotions that you associate with the word 
dementia or when you think about people with dementia?
4. I've used the word dementia, but is this a word that you would use to 
describe this condition?
What other words would you be likely to use to describe this condition?
Prompt if necessary: I’ve got some other words that people sometimes use, do you 
think that you would use any of these?
Alzheimer's disease 
Senility
Memory loss/ memory problems 
Old age
Why would you use these terms?
Explore possible evaluations and emotions associated with particular terms and the 
type of contexts or conversations in which they have been or might be used. 
Reasons why particular terms would be preferred or dis-preferred.
5. Do you think that dementia Is different from old age?
Explore similarities and differences (e.g. in terms of evaluations and associated 
emotions)
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S. DEVELOPMENT OF SOCIAL REPRESENTATIONS OF DEMENTIA
1. Think back over your life for a moment. Can you tell me about the situations 
in which you first formed an idea of what dementia was [even If you understood 
It differently then]?
Explore social context in which this knowledge was acquired and associated 
evaluations and emotions - what did/do they think it was and what feelings does/did it 
give nse to?
Prompt questions (if not already covered in participant's response)
Can you tell me about the first situation In which you remember being told about 
someone with this condition?
Can you tell me about the first situation in which you remember coming Into contact 
with someone with this condition?
2. What experiences or situations do you think have most influenced your 
understanding of dementia?
3. What sources of information do you think have been most Influential in 
shaping your understanding of dementia?
- Experiences with people you know with this condition
- Television programmes/ newspapers or magazine articles/ books 
• What other people have told you
- Other
4. Do you think that the way you understand dementia had changed over time?
In what ways?
What do you think has led to those changes?
5. Do you think that the way In which people in general/ society understands 
dementia has changed during the course of your lifetime?
In what ways?
What do you think has led to those changes?
C. SOCIAL REPRESENTATIONS OF PEOPLE WITH DEMENTIA
Remind participants that the researcher is interested in their views and opinions, their 
are no right or wrong answers
1. What do you think are the main ways In which dementia affects those people 
who have It?
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2. How do you think It affects the people close to them?
3. How do you think that people with dementia are seen by others?
4. Who do you think Is most at risk of getting dementia?
What makes you say that?
5. Do you think there Is anything that people can do to protect themselves 
against getting dementia?
What makes you say that?
Is there anything that you have been doing to try to keep yourself from developing 
dementia?
6. What, if anything, do you think can be done to help people with dementia?
D. PERSONAL PERCEPTIONS OF VULNERABILITY TO DEMENTIA AND 
RESPONSES TO HYPOTHETICAL SCENARIOS
1. Some people report that the possibility of getting dementia is something 
that they worry about. Other people don't worry about the possibility of getting 
this condition. Is It something that you worry about personally?
What worries you In particular?
What do you do to deal with these worries?
2. Do you think that the way you think about dementia is different from how 
you think about other Illnesses that are more common in old age?
Explore similarities and differences in terms of degree of concern and ways of coping 
with this concern
3. I'm going to ask you now for your views about a case that I've made up 
which concerns a person who... I'd like you to read it through and then I'll ask 
you some questions to see what you think about the situation that’s described 
there.
Give copy of vignette to participant to read
4. Do you think that Mr{s) Taylor should be told the diagnosis of his/her 
condition?
What makes you say that?
What do you think would be the advantages of being told?
What do you think would be the disadvantages of being told?
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How much Information should Mr(s) Taylor be given?
Who should tell him/her?
Are there any factors which might change your view?
5. I want you to imagine for a moment that you were In the same position as 
Mr(s) Taylor. If It was likely that you had dementia, would you want to know?
What makes you say that?
What do you think would be the advantages of being told?
What do you think would t>e the disadvantages of being told?
How much Information would you want to be given?
Who should tell you?
How would you want to be told?
Are there any factors which might change your view?
6. if someone close to you had dementia would you want him or her to be told 
or not?
What makes you say that?
What do you think would be the advantages of being told?
What do you think would tie the disadvantages of being told?
How much information would you want them to be given?
Who should tell them?
How would you want them to be told?
Are there any factors which might change your view?
E. CLOSING QUESTIONS AND FEEDBACK
1. We've talked about dementia for quite a long time. How have you found this 
Interview?
2. Some people prefer not to discuss topics like Illness, while other people 
don’t mind talking about these things. Is dementia something that you have 
discussed with other people before?
If yes in what situations and with whom - family, friends, your doctor?
Reasons why/ why not
3. Do you think that talking about your understanding of the condition in this 
interview has changed the way you think about dementia in any way?
2^ 8
Submission to the University o f Surrey Adviswy uommiitee on tuucs -
Social representations of dementia among older adults without cognitive impairment - J. Lindsay, Practitioner
Doctorate in Clinical Psychology
4. Are there any questions that you would like to ask me or anything important 
that you think we've missed?
Addæss any questions that the interviewee may have. Thank the interviewee for 
participating and explain about follow up arrangements.
Prompts and probes
Can you tell me more about that? / Could you give me an example of that?
What makes you say that? / Why do you say that?
What effect has this had on you?
How does that make you feel?
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Research Vignette
Mrs Taylor is a  seventy year old woman who lives with her husband In S o u th . 
London. Over the past 2 years, sh e  has becom e very forgetful. S he  forgets 
people’s nam es and finds it hard to rem em ber to do things unless sh e  is 
reminded. S he also has difficulty finding the words that sh e  w ants when 
talking to other people. S he is no longer able to m anage her bills. She finds 
it hard to cope with new situations. S he h as  stopped going out a s  much a s  
sh e  used  to. Mrs Taylor h as  noticed th e se  changes and Is worried about 
them. Her husband has also  noticed th ese  changes and suggested  that sh e  
visit their GP. The GP did a  variety of te s ts  and then referred Mrs Taylor for a  
specialist assessm en t. The results of this assessm en t show  that it is likely 
that Mrs Taylor has dementia. This is a  progressive condition which m eans 
that her mental abilities will continue to worsen. S he will becom e increasingly 
dependent on those around her for help and support. It will becom e 
increasingly difficult for her to understand and com m unicate with other 
people. The GP knows that, with this condition, no one can predict exactly 
which symptoms Mrs Taylor will have in the future, but they can discuss 
possible symptom s that sh e  may experience. S he may eventually need help 
with all activities of daily living such a s  washing and dressing and going to the 
toilet. S he may wander off and not be able to find her way back home. S he 
may have changes in mood and behaviour that a re  difficult for her family to 
handle. S he may becom e unable to recognise people in her family. S he may 
stop being able to talk. S he may start hearing and seeing things that are  not 
there. Although it is possible that medication may slow the decline in her 
abilities temporarily, there is no cure for her condition.
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Mrs Anderson, 
65
I mean IVe more knowledge that it affects certain parts o f the hrain, that are destroyed and 
therefore the illness occurs.
I mean it may not be only physical, I don’t know how much dementia has been triggered by the 
problems or stresses that people have had in life you see, I haven’t got that sort o f knowledge.
Miss Brown, 
74
“Well they say that people who have had certain illnesses are likely, more likely to get dementia, 
especially illnesses of the nervous system. I’ve had a stroke but I don’t seem to be getting 
dementia yet! [she touches the wooden table] Some bacteria affect the brain and I think with ones 
that do it’s lodged there so that it can happen at any time, it’s like the shingles that comes out in 
people who have had chicken pox”*
It just happens to be where the old age hits you. And I think a lot o f dementia is caused by 
hardening o f the arteries, which impedes the circulation of blood to the brain and that I think is 
one o f the main reasons, because a lot o f elderly people have hardening o f the arteries
Mr Carter, 65 “it’s deterioration o f the function of the brain causing people to forget who they are and um lose 
control o f their bowels and things like that”
“Well it indicates to me that the brain’s gone out o f control and the actual person no longer 
appears to be there. They don’t recognise people, they might even go back to being in their 
childhood, or to happier days in their life, which made me think sometimes that it’s the brain’s 
protection against unhappiness. I’ve known it happen after one of the partner’s has died for 
example and that seems to bring it on and they don’t want to face up to being on their own, so 
they fantasise, and that seems to...I don’t know it’s a strange thing”.
Mr Davis, 60 I: Who do you think is most at risk o f getting this kind o f  condition? *
P: Haven’t a clue. I haven’t a clue. I mean I observe that it happens to um high IQ, low IQ, middle 
IQ, working class, middle class, A, B, Cl s. I guess the longer you live, the more likely you are, 
the more prone, or the greater the possibility, the greater the probability that you might be 
afflicted by it. So maybe it is, maybe it is class related, I don’t know.
Mrs Elliot, 69 I know that there are other forms o f it, multiple strokes I know is very common, where older 
people can become forgetful
Mrs Foster, 80 /.• Who do you think, i f  anyone, is most at risk o f getting dementia? *
P: ...I should think very, clever people, because it is a sort of brain disease isn’t it, you know, in 
the head, you know. Very, very highly strung people. Yes that’s right, my sister-in-law is, she’s 
got to do everything now, always had to, everything now. I mean I’m not an expert..
I: That's fine. I'm interested in your opinion.
P: You never hear of...oh I don’t know though. Oh well, I shall stick to that, very highly strung 
clever people that sort of get more excitable or something like that you know, feel the stress 
more.
Mrs Goodison, 
72
Well, I didn’t really take much notice of it. I just thought it was something that perhaps if  you’re a 
bit too clever. That’s the impression I got when I read, I was watching, this other chap who was 
young and he had a very good job and that, well paid job. But when I saw that on the telly, I
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thought it must be something to do with them being a bit clever, but whether IVe got it right I 
don't know. But this is my impression, I think that whether you tax your brain, you know, as they 
say like musicians theyVe got to learn a lot haven't they. So and I just put it down, I think it's to 
do with being brainy. Having a high what they call it..IQ.___________________________________
Miss Hill, 67 I think that there is obviously something that stops in the brain again, which triggers off. .making 
it worse than just normal progression of getting old and losing your memory.
Mrs Ingram, 
81
I thought it was just bad forgetfulness, or there was something the matter with the brain and it 
wasn't working properly. 'Cos the doctor said that every so often the brain would have these little 
strokes and the brain would die off
Well as I said to you before, I understand that the blood isn't feeding the brain. Well how is it that 
it doesn't? Is it not pumping up there properly, because he'd never been told that he'd got a bad 
heart. His health was pretty good, it was only that, so I don't know what set it o ff or why or what 
made it start.*
Mrs Jones, 82 But they said that when they had the post-mortem on her, her brain was like a small dried up 
cauliflower, there was nothing there, nothing at all, that's what happens to you evidently, you're 
brain dries.
I think there was some sort o f medication she was on but o f course gradually you know the brain 
evidently shrinks, you know like a cauliflower when you leave it and it goes bad. I should 
imagine that's what they meant.
Well, my own opinion, as I said to you, don't bottle anything up, if  youVe got any problems, talk 
about it and that. And I think that this is a lot o f the problem, people have got too much inside 
that should come out, and I think it turns you going.
With Maiy see, she wouldn't talk and I think it all went in and just went up, I don't know. But 
she was an exceptionally quiet person.
* Obviously the context o f the interview influences participants’ responses. It is possible that asking a question relating to possible 
causes o f dementia places the participant in a position where they have to produce an answer, hence one possible way in which 
answers might be an ‘artefact’ o f the interview rather than saying anything about the participants thoughts on the subject.
Participants’ responses to the question from the interview schedule directly addressing this issue: Who, if  anyone, do you think is most 
at risk o f  getting dementia? have therefore been marked with an asterix, other quotes represent possible causes given by participants 
in the course of answering other questions during the interview.
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Interview transcript Participant 1 Female Aged 64
/; Right so for this research project i'm interviewing oiderpeopie who don't have dementia in 
order to try and find out how they understand dementia and how they deveioped their 
understanding, i'm a/so interested in how oiderpeopie think information about dementia 
shouid be provided. To begin with i'd iike to get some background information about you, 
such as your age and your education and occupationai history. The information that you give 
wiii not be used to identify you in any way. However if you don't want to answer some of 
these questions piease don't feei you have to....
Completing demographic questionnaire
/; To your knowiedge, have any of your famiiy members or friends been diagnosed as having 
dementia, AD or a simiiar condition?
P: ..Friends?
/; Weii any famiiy members or friends, anyone known to you?
P: That's quite difficult no not in the immediate family no..not in my immediate circle.
/; Have you ever cared for or heiped to care for someone with dementia, AD or a simiiar 
condition?
P: No, I've visited them in a pastoral capacity.
/. OK
P: And concerns have arisen out of that that I've had to share, but I've not actually cared.
/; Ok. i'm interested in finding out about oider peopie's perceptions and understanding of 
dementia, and i'm interested in how peopie have actuaiiy deveioped their ideas, it is important 
forme to say that I'm interested in your experiences and ideas and opinions so there aren't 
any right or wrong answers.
i: First of aii i'd iike to ask you what does the term dementia mean to you and how would you 
define it?
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P: Well, when a person is in a state that they're not in control. Mentally, they're not in control 
anymore, about making decisions, or about what they say or their memory, um, perhaps their 
physically functioning. I'm not sure how deeply that's affected
[I: yes]
P: That would be my understanding of it.
/; Ok. And when you think about peopie with dementia, what sort of images or pictures come 
to mind?
P: well for me it's always very sad. I always feel sad because, um, it has such an effect on the 
families as well as being distressing for the people involved, so there's a circle of, and it sets 
up so many complications. But I think with what I've experienced pastorally, what I've come to 
realise.. I've not spoken with people who have dementia about it, so it's my observation, but 
the sadness and the anxiety is very often more in the families than in the actual person, 
because they themselves are not aware of what's happening sometimes, sometimes they 
are, but sometimes they're not and they're not distressed because they're not aware. But it's 
people who have known them differently who get upset. The family feel they are suddenly 
faced with a stranger and a person you've perhaps known and respected suddenly is 
different. So I think that's the way my understanding is of the effects of it.
/; Are there any specific images if you had in your minds eye to have picture of a person with 
dementia? Is there any specific image?
P: Well I think particularly of a couple I have known, and who were a lovely couple and 
worked very um faithfully in the church and had many gifts to offer and how the husband 
began to experience dementia without realising it and the stress of it all I think, of the way his 
behaviour was um unusual, put a tremendous strain on the wife who didn't understand what 
was happening and it affected her mental capacities, so they were both in quite a bad way 
um but the family who lived away didn't seem to realise it. And what we discovered eventually 
and that I learnt about dementia, I didn't know, that these two very sweet people became very 
aggressive and that this is part of the illness, I was terribly upset when I first heard that the 
husband had obviously hit the wife or hurt her in some way. Because he was what we would 
say was a perfect gentleman, and er loved his wife dearly, and this was something obviously 
he wasn't in control of. And er now that was the biggest thing I learnt about dementia really, 
that how it can affect personality. Now I'd known other peopie with dementia who are just 
sweet and kind and just keep repeating the same things but don't develop this aggressive 
side. So it obviously takes different forms.
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I: So we talked a little bit about, you mentioned this i think in relation to the last question, i 
don't know if you've got anything you want to add, are there any feelings or emotions that you 
associate with the word dementia or when you think about peopie with dementia?
P: Well initially tremendous sadness that this has happened because in a sense they're not 
fully alive any more, and er but also the fact that you're looking at it from your perspective and 
therefore for them life might not be as bad as you perceive it to be.
/; i've used the word dementia in my questions, but is this a word that you think you would 
use to describe the condition?
P: Well it's the way I've always heard it described.
/; Do you think that you would actuaiiy use that term yourself when you were talking about 
someone or not?
P :....Carefully..
/; Why?
P: Because in the public mind this is quite a frightening event and um you could send out a 
message that might be misinterpreted or passed on that could perhaps rebound quite nastily 
because other people have understood it in a far more extreme way perhaps or a more 
frightening or threatening way than what you intended.
/; How do you think peopie would understand it in an extreme way?
P: Well you know lost your marbles and you're going gaga and er you can only go in a home 
and because that's where you're going to die. And it all seems so final.
/; Yes, and that's different from what you would be meaning if you used it?
P: Well I would see it as a medical condition that will deteriorate but er with support and care 
the person can still have some quality of life.
/;/ don't know if there would be any other words that you might use if you didn't use dementia 
to describe this condition
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P: I don't know, unstable perhaps um losing control I think is the way it seems to me most 
linked.
I: I've got some words here that other people have used and I wonder if you'd think about 
whether you'd use any of these: AD, senility, memory problems or memory loss or old age.
P: I think memory ioss and senility was probably another word, that I'd describe it, but again, 
you've got to be very careful how you use if because for some people it's the pits you know, 
yes memory loss perhaps is a gentler way of putting it.
I: So I think you've covered why you'd use these terms that you think that peopie might.
P: You must be careful of how people hear what you're saying.
/; ...So i'm just interested in hearing about what you've said that you've come into contact with 
peopie in the church setting and that you might be, it sounds iike what you're saying is that 
you might be quite careful about the terms you'd use when describing someone who had 
these difficulties, um what do you think would be the one you'd be mostly likely to use, I don't 
know if you can think back to your experiences with this particular couple?
P: Well I had to contact the children , because it was, the church was, the people from the 
church were having to care more and more for them when really I felt this was the family's 
responsibility and um I just expressed very strong views that their parents needed support 
and they were not able to manage any longer, their own lives.
I: So you didnt use a term to describe it?
P: No, I wouldn't have
/; Why?
P: Well I wasn't a medical person.
/; Ok, thinking about outside your work setting, say talking with famiiy or friends about this 
condition or peopie who have had this condition. Do you think that you would use the word 
dementia or would you use other terms?
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P: No, I'd still be careful. It's like when my sister had TB, you know people talked about 
consumption then and you know that was the end. So it was a word that you didn't use if you 
were tactful. It was insensitive.
I: Ok thank you, that's very interesting. Do you think that dementia is different from oid age?
P: Oh yes, when I think of my own mother, she had problems of old age, she did have short 
term memory loss, memory and er physical limitations, and erm mental, she reached her 
mental limit, quicker than once she would have done, but she was never not in control in the 
sense, she was always able to control her physical functions, her own personal needs, er she 
had a hearty appetite, she could feed herself completely, she enjoyed conversation and 
interaction with other people and had a lively sense of humour so that was very different from 
someone who you're talking to and you really don't know how much is going in as it were, 
how much the awareness is of the other person and you need perhaps a lot more skill to 
understand how you best can help them.
/; So it sounds iike from you're own experience that that's different?
P: very different.
/; is there anything you think that's different other than, this idea of them being in control?
P:.....I suppose it's their awareness of the world around, they're not relating to it any more.
/; The next section i'm going to ask you a bit about how your ideas about this subject, about 
dementia really deveioped. You might find
it helpful as someone with many years life experience to think back over your own life for a 
moment to perhaps when you were younger: can you teii me about the situations in which 
you think you first formed an idea of what dementia was, even if you understood it differently 
then.
P: Yes, when I reached the menopause I had very little physical symptoms, very few hot 
flushes or anything like that, but mentally I really had a bad time, short term memory um, 
particularly the memory loss that bothered me tremendously and I had to get some help with 
that eventually, because I'm in a job that I have certain commitments and I was just forgetting 
to keep appointments, completely and that's when I first learnt to deal with myself gently. I got 
very angry about it initially and then in the end decided this wasn't really constructive and I 
had to be more gentle with myself, realise I was a certain age and this was a part of my life 
that was being affected in this way I was going to have to go through it and so there was no
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need, no point in getting over-agitated. So i did seek heip but I, I iearnt to laugh at myself 
really sometimes or say well I couldn't help it I just clean forgot and um eventually when I 
went on, when I discovered that this was linked to a thyroid problem that was then treated 
and the situation began to improve and then when I was in my early 60s I opted to go on HRT 
then the situation began to improve, but I felt I had some experience of what it was like not to 
feel in control.
I: That sounds like quite a difficult period.
P: So and too people couldn't understand what was happening and you can't explain in a 
way. I think I could talk to my sister more than anyone else over this though she'd had far 
more physical effects and not the other though she had experienced it and she told me it 
wouldn't last forever and it would get better and it did. But I've always felt that gave me some 
sort of insight on what it seems to be like.
I: And how did you feei at the time before you knew what it was?
P: I suppose rather anxious, you know, you really feel that you are not coping. I think it's the 
sense of not coping.
I: it seems that that example stands out the most, but if you think further back into your life 
and when you were perhaps even younger, i don't know if you can remember one of the first 
situations in which you can remember first being told about someone with this condition or 
meeting someone who had that condition?
P: It doesn't stand out really, I suppose I've just not come into contact really with that earlier.
In the course of pastoral work I've visited iots of people at different stages of things, but it 
never sort of you know I could accept that this is what happens to some people and long for 
there to be a solution and to find some sort of medical solution to it, because it seemed a sad 
way to end one's life because the quality had gone to a large extent. And that was what I 
would long for, but I accepted that's how they were and this is what happens to some people. 
I mean I was so fortunate that in my own family everyone was relatively robust so it hadn't 
been deeply personal experience, it was more a professional experience.
/; Now you might have covered this already in your first answer, but see if there is anything 
else you would iike to add. What experiences or situations do you think have most influenced 
your understanding of dementia?
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P: Well my pastoral work really and visiting people and talking to their relatives and families 
and going into hospitals and homes where this was obviously the dominant illness and 
recognising the sheer numbers really, when you multiply the homes, of people that are 
suffering from this illness and longing for a cure to be found or ways in which we can either 
alter lifestyle or have some medical help or nutritional reasons that can delay or avoid such 
situations. I mean it may not be only physical, I don't know how much dementia has been 
triggered by the problems or stresses that people have had in life you see, I haven't got that 
sort of knowledge.
/; Are there any specific experiences that you've had in that area, in your pastoral work that 
you think have been influential?
P: Well I think of one lady I remember who was clearly not coping at home, but still 
reasonably in control, but aware that she wasn't coping, and that's when I recognised the 
need for more support, that the isolation of her home was not satisfactory and I encouraged 
her to think about moving into sheltered accommodation while the decision was hers rather 
than waiting for it to be taken out of her hands, and I felt in my pastoral work that was 
important to try and help people towards making the decision while they felt in control.
/; What sources of information do you think have been most influential in shaping your 
understanding of dementia, i've got a couple here experiences with peopie you know with this 
condition..
P: Yes, that's mostly mine
/; Television programmes, newspaper articles and books, what other peopie have told you, or 
anything else..
P: Well I suppose I must have read about it and watched programmes on television, but I 
can't say anything stands out apart from the experience I've had through my pastoral work.
/; Do you think that the way you understand dementia has changed over the course of your 
life, overtime?
P: Oh yes, I mean this business about the aggressive dimension was something I only learnt 
about three or four years ago and that was to me, er new, I didn't understand that this is how 
it affects some people, so we're constantly learning really.
/; How did you find that out?
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P: Er I was told in the home where this person finally ended up and was being aggressive 
that this is an aspect of dementia, that totally uncharacteristic behaviour starts making itself 
felt, appearing, totally uncharacteristic from the person you've known. When I first heard 
about this happening, my theory was that this was a person who'd repressed aggression all 
their life and that now they weren't in control any more, because they'd been brought up 
properly and within a society: self-control, courtesy, politeness, treating women nicely and all 
this sort of thing; and that now they were not in control, that this social context had gone you 
see, so they were just behaving in their natural, what might have been a natural way, which 
we all try and discipline as part of our lifestyle and that was my theory. And then I was actually 
told that this was a characteristic of Alzheimer's disease, that this was something that was 
part of the illness. Which relieved me greatly because I thought so highly of the man 
involved, I didn't really like to think..., I was glad my private theory was proved wrong.
I: Do you think that the way in which society, peopie in general, understand dementia, has 
changed during the course of your lifetime ?
P: Oh I think so, I think because with an ageing population there's so much more evidence of 
it. It was something I would have hardly known about when I was a girl, it would have been, 
oh somebody's gone doolally [laughs] that would have been the comment. And just 
occasional people here and there and they would have been outside my experience so I 
would have just heard about it. But obviously with an ageing population and through my 
pastoral work in an ageing church I've been much more aware of it and I think society has 
and it's inevitably going to be and that's why I think people are really wanting for there to be 
research for a solution.
/; Thinking back to what you said about peopie having gone "dooiaiiy" and your girlhood 
experience, what would have been your understanding of that at the time?
P: Well insane in a way would be the understanding, mental., mental illness
/; And how do you think that's different from how you understand it now?
P :......Well I suppose I appreciate the fact that it can be something very gradual, it's not...,
mind you, mental illness may be gradual, they all are but it's a process that affects, I mean 
I've more knowledge that it affects certain parts of the brain, that are destroyed and therefore 
the illness occurs. While once upon a time if you said someone had gone off their rocker you 
didn't understand how it had happened, you didn't ask, it was just something you took on 
board as a young person growing up. I didn't have that sort of curiosity.
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I: Is there anything else that you think has made peopie change in their understanding of
dementia apart from the fact that there are obviously more oider peopie around?
P: Ah well as you say television, people write more about it, talk more about it, it's more in the 
public arena. So if you're, as you get older you're bound to relate more to the sort of illnesses 
that are more common in your age group.
I: I'll come onto the next questions. Again it's very much your views and opinions that i'm 
interested in so there are no right or wrong answers.
i: What do you think are the main ways in which dementia affects those peopie who have it?
P: ....It's a difficult one because I've never asked someone. I've talked to them and I've had 
conversation and they've always appreciated it.... I think we must be very careful not to write 
them off, you know. And as I say in my course of visiting in homes, residential homes, the 
different styles of care have been very obvious, how the individual is reacting and coping you 
know with the situation and often depends on the staff or the., whether it's nursing care or
more care for the whole person, um. I once, when I worked in______ they began a day
centre there for people who'd um, I think some of them had had strokes and that, but others 
were in the first stages of dementia and it was a pilot project then and the social worker was 
brilliant who ran it. And she tried all sorts of ways to stimulate their interest and stir the 
memories, and I think that's what, when I've talked to people with dementia, we talk about the 
past and I encourage them to talk about what they remember so that they can feel pleasure, 
they can still experience what things were good and pleasurable. But it's the old question of 
taking time, because they seem a bit preoccupied and lost and switched off, you can so easily 
pass by, you know, and so they themselves. I'm sure they feel better about themselves when 
they've been able to give, as well as always receive, you know, give in memories and 
conversation and sharing something.
/; So that's one of the ways in which you feei it affects peopie...
P: They I think, soon feel useless and you've got to encourage them that they're still valuable 
human beings and believe ..so far as they can cope with it. And going to see them, you see, 
made them feel valued.
/; And i think you mentioned earlier this idea of not being in control as weii...
P: That is distressing, they do seem to find that distressing.
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I: How do you think the peopie who are dose to someone with dementia are affeded?
P: Oh I think, for me without a faith to understand how they are valuable as human beings 
still, I think sometimes it must be terribly difficult and get people very angry, very angry.
/; Can you think of any spedfic examples?
P: Well this couple as I said I had to get in touch with the famiiy, they didn't want to , a lot of 
people don't want to accept it, they're not prepared to accept it, so their reaction is denial 
really, or else anger, or else dread.
/; But you mentioned that you find your faith helps you..
P: Oh yes, because you recognise that this is something, if you are a famiiy member, that has 
happened within the famiiy and you cope with it in the best possible way and the most 
supporting and loving way as you've loved them all the rest of the time, you don't start giving 
up on that. And also that it is an illness, this is the difficulty I suppose, learning to detach 
yourself from the person who now is there, from the person you knew. There's been a 
change, a fundamental change.
/; How do you think that peopie with dementia are seen by other people?
P: Oh a lot of them are written off, a lot of families can't get rid of their relative fast enough 
into a home and never visit. I mean I used to feel that I could almost full time just visit homes 
where people were feeling so isolated just to give them some time. Other families are 
wonderful, you know, varying like most things.
/; Why do you think that peopie are written off?
P: Because relatives don't want to take on the problem. That's suddenly brought to mind 
someone now, whom I know is beginning to er go that way and the famiiy take her away for 
weeks and weekends and they never come and stay with her in her house and let her live 
with them in her situation. They've both got, a couple both with high-powered jobs and if the 
mother stays with them she's on her own all day but you see they've done their duty, they've 
got mother with them, but they'ii never take hoiiday to come and stay with her, you know. 
There's a seifishness there I feel, so it is in a sense like having children again because they're 
dependent and I think it's the dependency, people say I've gone through all that, I don't want 
to take it on again.
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/; Who do you think is most at risk of getting dementia?
P: I have no idea. I thought it was fairly random.
/; Do you think that there is anything peopie can to do protect themselves from getting 
dementia?
P: Weil I know when I read about the possibility of aluminium saucepans we immediately all 
went to stainless steel [laughs] you know I thought if there's something that's likely, I'm going 
to take the right, you know take every precaution that I heard of.
/; / think you've probably covered this in some of your other answers, but what if anything do 
you think can be done to heip peopie with dementia?
P: ..Don't write them off and don't make them feel they're worthless, I really think, make them 
feel they're valued, valuable. And respect, treat them with dignity I think that's terribly 
important even though you have to take people to the toilet and bath them and they have 
nothing else, you still have to treat them, they are a human being and they deserve respect.
/; Are there instances that you can remember of peopie being treated in that way?
P: Oh yes, as I say this social worker a t_______she really drew people out and made them
feel, they loved their days there and used to go out for pub lunches and out for the day and 
things and she enabled them to achieve, with plenty back up, she knew there was a lot of 
input needed, and help, to achieve things that in most situations, wouldn't have even been 
possible. Because in a home they wouldn't have had the staff, they wouldn't have necessarily 
had the initiative of the interest or the resources to do it. So homes that have a minibus and 
take them out and take the trouble to have special days and make a lot about birthdays and 
welcome family members in, so much can be done that way.
/; Some peopie report that the possibility of getting dementia is something they worry about, 
other peopie don't worry about the possibility of getting this condition, is it something that you 
worry about personally?
P: No, the experience as I say when I went through the menopause made me realise 
something of what it might be like and I've let it rest there.
/; Do you think you worried when you didn't know what it was?
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P: Yes, oh yes I got terribly uptight and that's when I had to learn to treat myself with patience 
and hopefully I learned some lessons then that might be useful if it ever arose.
I: do you think you worry about it now then?
P: No.
/; You mentioned being abie to have patience with yourseif, when you were finding it difficuit 
to remember things..
P: And also when you get oider everything takes longer, when you've got to put your specs 
on and you've got to remember you need toilets more often, that's the most boring I think, 
and you have to rearrange you life and you find you know, oh ok I've got quarter of an hour 
before this appointment and once upon a time you'd have still done fifteen things and got 
there on time. Time seems to, ordinary things take longer, so you're living at a slower pace 
and you can get so impatient with yourself about that and it doesn't really get you anywhere, 
you just have to learn, life is slower and live it at a slower pace....So no I don't get frightened.
/; And is there anything eise that helps you not be frightened of that?
P: Well I've trusted my life to God all these years and He's not let me down yet.
I: Do you think that the way you think about dementia is different from the way you think about 
other aînesses that are more common in old age?
P: No, because if you think about [participant's mother in law] and her memory loss
which is not dementia, it's a stroke, there are close parallels you see, so it could be that. So 
it's one among many.
/; i'm going to ask you now for your views about a case i've made up which concerns a 
person who has deveioped dementia, i'd iike you to read it through and then i'ii you some 
questions to see what you think about the situation described there.
I: Do you think that Mrs Taylor shouid be told the diagnosis of her condition?
P: I don't know enough about Mrs Taylor um ... because she might hotly deny it, if she was 
told she might hotly deny it. What would be gained by telling her?
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I: Well I was going to ask you that
P: You know, it would be a lot to take on board when she's already feeling she's losing 
control.
I: So you can see there would be some disadvantages.,.
P: I think so yes.
I: do you think there would be any advantages?
P: I can't see realiy because the prognosis is so negative isn't it. I mean what would be 
gained? I mean if you've got a broken leg and you're told you've got a broken leg but if you do
certain exercises it wiii mend, but unless you know there's something positive......
Her husband obviously has to know and how he deals with it wiii be crucial, and the family 
and um. I mean I know a husband whose wife has got, not dementia, but physically 
handicapped and he's wonderful and he's adapted the house and got in every possible 
gadget to help her and he's so positive and er really practical and caring and so he's coping 
because he's done everything to heip her. You know and so they are coping remarkably well. 
He's been prepared to spend a lot of money on it.
I: So you think it's important that Mr Taylor's told?
P: Oh yes I would have yes and the GP I hope would know Mr Taylor well enough to know 
how to tell him.
I: I was going to ask you what sort of information do you think shouid be given?
P: He may not be able to take it in ail at once, it may have to be gradually over a series of 
interviews, or else for the GP to say now look, get in touch with me if there's something that's 
realiy bothering you don't bottle it up and then not be able to cope.
I: So it sounds iike, and correct me if i've got this wrong, what you think is that Mrs Taylor 
shouldn't be told because you don't think there's anything she would gain from it
P: I would think so
I: and you think that it's most important for Mr Taylor to know
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P: Yes
I: Are there any factors that would change your view?
P: If she asked outright. I think you have to give an honest answer, I mean that would mean 
that she would indicate that she was able to cope, if she asked, because if she couldn't cope 
she wouldn't ask. Unless she was hoping to get another answer, yes if she asked outright, I 
think she deserves an honest answer.
/; what makes you say that?
P: Well I mean things are going strange for her in a lot of ways and if she finds you know she 
feels can't believe those that she's supposed to be abie to trust, but but I don't think that it 
v/ould be helpful in this situation.
/; Now i want you to imagine for a moment that you were in the same position as Mrs Taylor if 
it was likely that you had dementia, would you want to know?
P: Yes, definitely. I would want to know.
I: What makes you say that?
P: Because there is a measure, there's a period of acceptance of it and I'd have to, within my 
capacity I presume at that point, recognise the impact it would have on my husband and my 
children, you see I don't know how much control you still have, over the way you behave um.
I mean obviously as you get more dependent, my father as he got more dependent he was, 
and mum, they were always so appreciative of anything you did for them, but there are some 
people, you know, who are so difficult, that it's hard to heip or want to heip. So em I would 
hope I would be able to understand enough to be appreciative to try and encourage [her 
husband] to make as easy as possible for him.
I: Are there any other advantages that you would see of knowing yourseif if you were in that 
situation?
P: Well I would think once you had known you'd probably have forgotten in half an hour, so 
you know, it's not going to be long term is it?
/; So if you were in that situation and you did want to be told, how much information do you 
think you'd want to be told?
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P: Um, well I don't know, because if your memory is short term... I mean we keep teliing___
[participant's mother-in-law] she can't be on her own, she won't accept it. She'd deny it hotiy 
and has admitted the frustration of feeiing she isn't coping, but she is so reluctant to share her 
feelings, while I hope i've learnt over life to talk more openly. But on the basis that memory is 
short term erm perhaps there would be some retention, but it would perhaps have to be gone 
over again a number of times.
I: Do you think that wouid be worthwhiie doing or not?
P: I don't understand enough about the disease to know if it wouid be productive. But I would 
want to be as involved as I was capable of.
I: Are there any factors that wouid change your view about that?
P: I can't think of any.
/; Thinking of a different scenario. So imagine that someone dose to you had dementia, 
wouid you want him or her to be toid or not?
P: It's very hard to generalise. But on the whoie my leanings is no untii I really feel otherwise. 
/; So if you were in Mr Tayior's position?
P: Well we felt that Mr Taylor should be put in the picture, but very sensitively.
/; / suppose i'm thinking if you were in Mr Tayior’s position wouid you want your spouse to 
know if they had this condition?
P:......If [participant's husband] got it you mean, not necessarily, if it didn't seem right to say
so. If it perhaps came out in conversation. I mean I'm not that near to  [participant's
mother-in-law] to be able to talk to her that closely, but with him I would hope you know, you'd 
see the opportunity if it was necessary to say something.
/; What do you think wouid be the advantages and disadvantages ofteiiing someone who 
was dose to you?
P: Weii to reassure them that you wouidn't ieave them, and they would be cared for, to make 
them feel reassured.
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I: And what might be some disadvantages?
P: Well they could get angry with you for having done so, or deny it and therefore be really 
resentful towards you. I wonder how Iris Murdoch's husband coped, I haven't read the book 
her husband wrote. And how much she knew and appreciated. But when you've lived close 
to someone for a long time you perhaps sense a bit what you would tell and what you 
wouldn't I can only say that.
I: it is hard when it's a hypotheticai situation. We've taiked about dementia for quite a iong 
time, how have you found the interview?
P: Quite hard work really.
/; What's been hard?
P: I think perhaps it's gone on a bit long.
/; Thank you that's usefui to know, is dementia you've discussed with peopie before?
P: Not really. The immediate people that I've known, their immediate family, or people that 
have been involved in the church caring for them or supporting them, yes I've talked through 
it with them, but I, I think it's not to be taken light-heartediy as a general topic. I think people 
are still very fearful.
/; Do you think that taiking about it today has changed your understanding in any way?
P: ....Not really.
I: Are there any questions you'd iike to ask me or anything important you think we've missed?
P:...... I can't think of any.
/; Okay. Thank you very much for participating.
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